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EXECUTIVE SUMMARY

I ntroduction

The Cancer Information Service (CIS) is a program of the National Cancer Institute (NCI), a
Federal agency for cancer research. As aresource for information and education about cancer CIS helps
people, particularly those who are medically underserved and who suffer from cancer health disparities,
become active participants in their own health care. Through its network of regiona offices, CIS serves
the United States, Puerto Rico, the U.S. Virgin Idands, and the U.S. Associated Pacific Territories.

The three components of CIS—the Information Service, the Partnership Program, and the
Research Initiative—help NCI to reach and respond to its many audiences with cancer information, and to
learn how cancer communication can be strengthened. CIS has initiated an evaluation of all three
program components and has contracted with Westat, an independent research organization, to conduct
evaluation activities. This report presents findings from the evauation of the Information Service,
specifically on the results of the 2003 User Survey, a telephone survey of persons who contacted CIS that
was conducted in late 2003 and early 2004.

Overview of the Infor mation Service

The Information Service comprises a telephone service component that has operated since
1976; LiveHelp, an online messaging service that began in 2002; and an email service via
www.cancer.gov. CIS staff has access to cancer information from NCI on arange of topics, including the
most recent advances in cancer treatment. Persons seeking cancer information or resources can speak of
Web chat with Information Specialists trained to explain medical information in easy-to-understand
terms.

Survey Purpose and Background

The purpose of the 2003 User Survey was to serve as a baseline measure for assessing both
process and impact measures. The key process indicators assessed were user satisfaction, specifically
users perceptions of the Information Specialists knowledge level, trust in the information provided,
likelihood of recommending the CIS to others, and whether or not users' expectations were met. Impact
indicators included how users are affected by their contacts with Information Specialists in terms of their



increased knowledge and awareness, enhanced self-efficacy and communication skills, intentions to make
positive behaviora changes, and—to a limited degree—actua behavioral change. Results will provide
invaluable information to guide CIS in making improvements to the Service to better meet the public’s
cancer information needs.

This 10-minute survey was pretested in August 2003 and conducted in two phases from
November 17 to December 21, 2003 and January 12 to March 14, 2004. Eligible persons were recruited
by CIS Information Specialists’. The sample included first-time users contacting a CIS regional contact
center during the data collection period. The survey yielded 2,485 completed interviews. The CIS
recruiting rate was 52% and Westat’ s weighted response rate for the completed interview was 75%. The
weighted study response rate (CIS recruiting rate multiplied by the Westat response rate) was 39%.

Key Findings

Results from the User Survey indicate that persons who have contacted CIS for cancer- or
tobacco-related information have derived many benefits from the interaction. Overadl, CIS users were
satisfied with their encounter and felt that their information needs were being met. These positive reports
reflected many favorable impacts for users, including increased knowledge about cancer and/or tobacco
issues, greater confidence in seeking additional cancer information and understanding the causes and risk
factors for cancer, greater confidence in actively participating in treatment decisions, and positive
intentions and/or efforts to make heathful behaviora changes. The following sections highlight key
findings from this survey.

User Characteristics

* Ove haf (57%) of all CIS users were contacting CIS for information about
themselves; just under two-thirds (62%) of all users were either diagnosed with
cancer themselves or seeking information for a friend or family member who had
been diagnosed. Of those calling for information for a friend or family member, 84%
reported that this person had been diagnosed with cancer.

* The most common reason for contacting the CIS was to obtain information about
clinical trials (44%), and the most common cancer site/type mentioned was breast
cancer (21%). Users also contacted the CIS for information about tobacco (8%) and for
help communicating with a health professional (23%).

! Eligible persons were defined as first-time users who contacted CIS by telephone or online using LiveHelp. Persons were age 18 or older, who
were English speakers, and who were not health care professionals or members of the media. The study population was restricted to first-time
users to maximize the likelihood that results reflect recent experience with CIS current protocols and quality assurance procedures. The study
excluded persons who contacted CIS viaemail because demographic information is not collected for these users.
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* ClSusersweretypically white, female, and had attended either some college or had
a college degree or higher level of education. Seventy-five percent of those contacting
CIS were female, and 75% were white. African Americans made up 11% of the
contacts, all other races made up 8%, and 6% were persons of Hispanic origin. Sixty-
seven percent of users had some college, were a college graduate or had a higher level of
education, and 33% had a high school education or less than a high school education.

* Theprimary mode of contacting CIS was via thetelephone. Ninety-seven percent of
sampled users contacted the Service via the 1-800-4-CANCER or 1-877-44U-QUIT
lines, and 8% reported contacting CIS through the LiveHelp service online. Five percent
contacted CIS using both modes.

Users' Knowledge About Cancer and Tobacco

* Nearly half of usersreported they felt only somewhat knowledgeable about cancer
and/or the harmful effects of tobacco prior to contacting CIS. Whites, older people,
and those with higher education levels felt more knowledgeable than other persons.
Thirteen percent of users perceived themselves as very knowledgeable, 27% indicated
they felt knowledgeable, and 14% felt not at al knowledgeable. College graduates were
more likely than those with less education to report that they were very knowledgeable
about cancer and/or tobacco issues (15% vs. 11% for at least some high school and some
college).

* Nearly three-quarters of users reported that CIS had increased their knowledge.
Persons with a personal relationship to cancer (i.e., users who have been diagnosed with
cancer or are a friend or family member of someone diagnosed with cancer), Hispanics,
younger people, and those with some college were more likely to report that CIS had
increased their knowledge somewhat or alot.

» CIS effectively communicates information to those who self-reported low levels of
knowledge prior to their CIS contact. Users who reported being not at all
knowledgeable prior to CIS contact were more likely than others to indicate that CIS
increased their knowledge alot (52% vs. 31% very knowledgeable, 31% knowledgeable,
and 43% somewhat knowledgeable).

* Nearly three-quarters (71%) of the persons who contacted CIS about their own
tobacco use said that their contact with CIS changed their thinking about using
tobacco. African Americans and Hispanics were more likely than whites to report their
thinking had changed (87% and 87% vs. 65%).

» CIS actively disseminates clinical trialsinformation. Clinical trials information was
disseminated to 60% of persons contacting CIS for cancer information; 47% of users
requested information on clinical trials, and 13% received it at the discretion of the
Information Specidist. Fifty-three percent of the 13% who received clinica trials
information even though they did not request it said they were unaware of clinical trias
prior to their CIS contact.



Self-Efficacy

CIS contact was responsible for increased confidence for each of the three self-
efficacy measures. Sixty-seven percent of al users reported that they felt more
confident in their ability to seek information following their contact with CIS. In
addition, 60% of users who indicated that they had been diagnosed with cancer and were
contacting the Service for themselves reported feeling more confident in their ability to
actively participate in their treatment decisions, compared to 39% of these users who
reported no change in their level of confidence . Forty-five percent of users who did not
have a personal relationship with cancer reported feeling more confident in their ability
to understand the causes and risk factors for cancer.

Increased confidence to perform certain behaviors following CIS contact was
influenced by several demographic characteristics. Users who felt more confident in
their ability to seek information following their CIS contact were more likely to be
female, Hispanic, to have a personal relationship with cancer, and to have some college
education. Those who felt more confident in their ability to understand the causes and
risk factors for cancer tended to be persons under age 40, and Hispanics were more
likely than whites to feel thisway (54% vs. 43%).

Satisfaction with CIS

Overwhelmingly, CIS users were satisfied with the service they received,
irrespective of whether they contacted CIS by telephone or online. Those with a
personal relationship to cancer or calling on behalf of a friend or family member
reported overall greater levels of satisfaction than those with no personal
relationship cancer or those calling for themselves. Sixty percent of users were very
satisfied and another 35% said they were satisfied. Those who had contacted CIS for a
friend or family member were more likely than those who had contacted CIS for
themselves to say they were very satisfied (64% vs. 56%). In addition, users who were
diagnosed with cancer or had a friend or family member who was diagnosed were more
likely to report being very satisfied than those contacting CIS about someone not
diagnosed (62% vs. 57%).

Overall, users who were very satisfied with CIS had higher education levels, were
female, and were younger. CIS users with some college (64%) and with a college
degree (62%) were more likely to report being very satisfied compared to the 54% of
users with a high school education or less who reported that level of satisfaction.
Women were more likely than men to say they were very satisfied with the Service
(62% vs. 53%). Level of satisfaction was also related to age. Sixty-four percent of users
age 40 and under reported being very satisfied compared with 58% of users age 51-60
and 57% of users age 61 or older. In addition, whites were more likely than African
Americans and all other races to say they were very satisfied (62% vs. 53% and 52%,

respectively).

The three dimensions of satisfaction measured in this study resulted in consistently
high levels of satisfaction. Users reported on whether their expectations for the call
were met, their perception of the Information Speciaist’s knowledge, and their level of
trust in the information they received. Most users (89%) said their expectations for their
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contact were met or exceeded, and about four-fifths (83%) said they had a high degree of
trust in the information they received. Overwhelmingly, users (98%) said that they
thought that the Information Specialist who handled their inquiry was knowledgeable,
and alittle over half (52%) said the specialist was very knowledgeable.

* Several user characteristics influenced users perceptions of three satisfaction
dimensions measured in the survey. Users who contacted CIS for afamily member or
friend were more likely to say the Service exceeded their expectations (34% vs. 26%),
and that was also true for those who were diagnosed with cancer compared to those who
were not (32% vs. 25%). Similar to results for overal levels of satisfaction, users who
said their expectations were exceeded were more likely to be educated, female, and
younger. Hispanics were more likely than whites to say their expectations were met
(36% vs. 30%), and they were more likely than whites or African Americans to regard
the Information Specialist they communicated with as very knowledgeable (63% vs.
53% and 51%). Level of trust was related to age, such that users age 40 and under were
more likely to report that they trusted the information a lot (86%) compared with users
age 51-60 (81%) and those 61 or older (81%).

* Increased self-efficacy was related to overall satisfaction with CIS. Among al CIS
users, those who reported feeling more confident in their ability to seek more
information were more likely to report that they were very satisfied with CIS overal,
when compared with users who reported no change in their level of confidence on this
issue (71% vs. 37%). A similar pattern holds true with regard to one's confidence in
understanding the causes and risk factors for cancer and confidence in one's ability to
actively participate in treatment decisions.

* Almost all users reported they would recommend the Service to someone else
and/or contact CIS again if they had additional questions. Nearly all (96%) of users
said they would recommend CIS in the future and/or that they would recontact CIS.
Twenty-two percent of users had already suggested someone they know contact CIS by
the time of their interview.

Intention and Behavior

* Persons contacting CIS for themselves about either a cancer or tobacco issue
regarded the information they received to be valuable in discussions with their
doctors or other health professionals. In all, 71% indicated that the information they
received from CIS had resulted in positive intention or behavior change. For instance,
28% of users said they had discussed the information they received from CIS with a
health professional by the time of the survey, and another 43% said they planned to have
such adiscussion. Of the 28% of users who had already discussed the information with
a health professional, 56% said the information helped them alot. Of the 29% who did
not plan to discuss the information they received with a health professional, many
simply said they did not perceive that need, while others were just confirming
information they had received from their doctor and further discussion was not
warranted. Hispanics (40%) were more likely than whites (28%) and African Americans
(25%) to report having a conversation with their doctor or health professiona by the
time of their interview.

» CIS was particularly effective among smokers contacting CIS for themselves in
influencing positive intentions and behavioral changes for ways to quit or cut back
on smoking. Ninety-four percent of tobacco users reported that the suggestions from
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CIS helped them to make a tobacco-related change in their lives. When asked about
specific changes they had made following their contact with CIS, 14% reported that they
had quit smoking, 35% had cut back, and 45% planned to quit or cut back in the future.
Among those who reported aready cutting back on smoking, nearly al (96%) reported
that they planned to quit. Of these, 40% indicated that they had set a quit date.

» CISinfluenced both the intention and behaviors of users who either contacted CIS
for clinical trials information or did not explicitly contact CIS for that type of
information but received it through the course of the contact. Of those contacting
CIS for themselves and receiving clinical trials information, 39% reported that following
their CIS contact they had inquired about their eigibility to participate in clinical trials.
Of those who had not yet inquired about their eligibility, 83% indicated that they
planned to do so. The findings varied by only one user characteristic; those not
diagnosed with cancer were significantly more likely to report that they had inquired
about their eligibility to participate in clinical trials following their CIS contact than
were users who said they had been diagnosed with cancer (46% vs. 31%). Thisislikely
due to the promotion of the National Lung Cancer Screening Trial (NLST), which
required that eligible participants not be diagnosed with cancer. Fifty-two percent of
those who were not diagnosed with cancer inquiring about their eligibility to participate
in trials were contacting CI S for information about NLST.

* Nearly half (49%) of users who contacted CIS for themselves and received
information about clinical trials said their CIS contact had led them to seek more
information about clinical trials. Of these, persons age 40 and under were more likely
than those ages 61 or older to seek additiona information (57% vs. 45%). The
remaining 51% who had not sought additional information about clinical trials were
asked to report on their reasons for not seeking more information. While the responses
varied greatly, the most common reason cited by respondents was that they did not have
enough information, had not read the information they received, or were unaware of how
to follow up after their CIS contact.

Conclusions

Overwhelmingly, persons who contacted CIS by telephone or the LiveHelp online service
expressed satisfaction with the service they received. Higher levels of satisfaction were found among
those with higher levels of education, females, persons age 40 or under, and whites. Most users said their
expectations for their contact were met or exceeded and about four-fifths said they had a high degree of
trust in the information they received. Overwhelmingly, users said that they thought that the Information
Specialist who handled their inquiry was knowledgeable, and a little over half said the Information
Specialist was very knowledgeable. Nearly all users said they would recommend CIS to someone elsein
the future, and an equal number said they would recontact the Service if they had other questions. Fewer
persons with a high school education or less felt their expectations for the call had been met or exceeded
and that the Information Specialist was very knowledgeable. It is possible the content being provided by
CIS is more complex or the presentation more sophisticated than appropriate for less educated users
resulting in their dlightly lower reports of satisfaction.
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CIS is an effective source of information and education about cancer. Persons who were
more likely to believe their knowledge had increased a lot were younger (age 40 or under), had some
college education, and had a personal relationship to cancer. Older users, those age 61 or older were
more likely than younger users to report being very knowledgeable prior to contacting CIS. Seniors may
already know the information that CIS was providing or felt less prepared to learn new information.
Targeted efforts may be needed to effectively enhance CIS' educational reach to seniors.

CIS was successful in increasing users' confidence in their ability to seek more information
about cancer or atobacco-related issue, understand the causes and risk factors for cancer, and their ability
to actively participate in decisions about their treatment following their CIS contact. CIS was most
effective at increasing users confidence to seek more information among persons with more education,
females, younger persons (ages 40 and under), and Hispanics. Younger users were also more likely than
the oldest users (61 or older) to say they were more confident about their understanding of the causes and
risk factors for cancer, while the oldest users were more likely than al other age groups to say their
confidence had stayed the same. While one-third of users said their confidence had not increased
following their CIS contact, this does not necessarily indicate alack of successon CIS' part. It ispossible
that those who reported no change in their confidence to perform these three behaviors may not have felt
these actions to be salient or needed.

While few significant differences were found with regard to users' intentions and behaviors
related to cancer or tobacco, results show that CIS positively influenced users thoughts and actions.
Many persons who received clinical trials information said they have discussed or plan to discuss this
information with their health care professional. CIS appears to be particularly effective in reaching
smokers who contact CIS for assistance in changing their use of tobacco. Most smokers reported that
following their contact, they either planned to quit or cut back on smoking, had already cutback, or had
quit altogether. A little over one-third of persons who received information about clinical trials said that
they followed up to inquire about their eligibility to participate in atrial and four-fifths of those who had
not yet inquired about their eligibility intended to do so. Still, a small group of users who sought clinical
trials information said they did not plan to seek additional information, did not have enough information,
had not yet read the information they received, or were unaware of how to follow up after their CIS
contact.

CIS effect on users knowledge, confidence, intention or actions taken to perform specific
behaviors, and their satisfaction with the service provided by CIS was fairly consistent across racial and
ethnic groups, although a few differences were noted. Whites were more likely than African Americans
to say they were very satisfied. On severa dimensions, Hispanics users were more positive about CIS
than those of other racial/ethnic groups. Given that CIS has not undertaken concerted efforts to
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specifically target the Hispanic community as cancer information seekers, the extent of positive responses
is notable.

CIS succeeded in meeting the information needs of its youngest users (age 40 and under).
They were more likely than seniors (age 61 and older) to say that their contact had increased their
knowledge a lot, and that they felt more confident in their ability to seek additional cancer or tobacco
information. Y ounger users were also more likely than older users to report they were very satisfied, that
their expectations for their contact had been exceeded, and that the Information Specialist who assisted
them was very knowledgeable. More assistance may be needed for older adults who already felt
knowledgeable prior to their contact and did not think that CIS had increased their knowledge or provided
them with greater confidence or understanding. Future research could assess the information needs of this

group.

Level of education was found to influence many study outcomes of interest. Broadly
speaking, better educated users reported more positive outcomes on a range of satisfaction outcomes. On
the other hand, persons with a high school education or less were more likely to report being dissatisfied
with their CIS contact. Although satisfaction levels were very high and many positive outcomes were
found in this study overall, more efforts may be needed to target persons with lower education levels to
effectively meet their information needs and empower them to become more confident in adopting
healthful behavioral changes.

Differences were found among persons with and without a personal relationship to cancer.
CIS was effective in providing information to users with a personal relationship to cancer. In comparison
to persons with no relationship to cancer, cancer patients or persons contacting CIS about a friend or
family member with cancer said CIS had significantly increased their knowledge and that they had used
the information they received in their CIS contact to have a conversation with their doctor or another
health professional. They were more confident in their ability to seek cancer information and more likely
to report being very satisfied following their CIS contact. Persons with no relationship to cancer reported
less satisfaction, lower levels of increased knowledge, and less confidence in seeking more cancer
information. Persons not affected by cancer may be less experienced health information seekers and may
be less sophisticated in formulating questions or understanding the information they received. In turn,
this may contribute to their lowered sense of confidence.

Results from the 2003 User Survey illustrate that persons who have contacted CIS for
cancer- or tobacco-related information derived many benefits from the interaction. Overall, CIS users
were satisfied with their encounter and felt that their information needs were being met. These positive
reports reflected many favorable impacts for users including increased knowledge about cancer and/or

X



tobacco issues, greater confidence in seeking additional cancer information, greater understanding of the
causes and risk factors for cancer, greater confidence in their ability to actively participate in treatment
decisions, and positive intentions and/or efforts to make healthful behavioral changes. Patterns were
found identifying areas of strengths and possible areas for improvements from which CIS and its users
could benefit. Additional research could be conducted to determine the sources and reasons for
differences found among CIS users with respect to their experiences in utilizing CIS telephone and

online services.
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1 INTRODUCTION AND BACKGROUND

1.1 Overview of the Cancer | nformation Service

The Cancer Information Service (CIS) is a program of the National Cancer Institute (NCI), a
federal agency for cancer research. As aresource for information and education about cancer, CIS helps
people, particularly those who are medicaly underserved and who suffer from cancer health disparities,
become active participants in their own health care. Through its network of regiona offices, CIS serves
the United States, Puerto Rico, the U.S. Virgin Idands, and the U.S. Associated Pacific Territories.

For more than 25 years, CIS has provided cancer information to patients and families, the
public, and health professionals by

» interacting with people one on one;

» working with organizations;

* participating in research efforts to find the best ways to help people adopt healthier
behaviors;

» providing access to NCI information over the Internet; and

» providing smoking cessation assistance and supporting regional tobacco control efforts.

The work of CIS is organized into three components—the Information Service, the
Partnership Program, and the Research Initiative.

The Information Service. CIS disseminates cancer information and resources from NCI
through a variety of modes including a toll-free telephone service (1-800-4-CANCER), NCI Smoking
Quit Line (1-877-44U-QUIT), LiveHelp, an online instant message service, and an email service via
www.cancer.gov. Users can access recorded information or order publications by telephone or
communicate with atrained CIS Information Speciaist both online and by telephone on a broad range of
cancer topics.

Through the CIS Information Service, CIS users receive:

* answers to their questions about cancer, including ways to prevent cancer, symptoms
and risks, diagnosis, current treatments, and research studies;



e written materias from the NClI;

o referds to clinical trials and cancer-related services, such as treatment centers,
mammography facilities, or other cancer organizations; and

e assistance in quitting smoking from Information Specialists trained in smoking cessation
counseling.

The Partnership Program. Through its Partnership Program, CIS collaborates with
established national, state, and regional organizations to provide cancer information to minority and
medically underserved audiences. Partnership Program staff provide assistance to organizations
developing programs that focus on breast and cervical cancer, clinical trials, tobacco control, and cancer
awareness for specia populations. To reach thosein need, CIS:

* helps bring cancer information to people who may have difficulty seeking information
because of educational, financial, cultural, or language barriers;

» provides expertise to organizations to help strengthen their ability to inform people they
serve about cancer; and

* links organizations with similar goals and helps them plan and evaluate programs,
develop coalitions, conduct training on cancer-related topics, and use NCI resources.

The Resear ch Initiative. CIS plays arole in research by studying the most effective ways
to communicate with people about healthy lifestyles; health risks; and options for preventing, diagnosing,
and treating cancer. Results from these research studies can be applied to improving the way CIS
communicates about cancer and can help other programs communicate more effectively.

CIS has initiated a comprehensive evaluation of its three components as described in detail
in the Comprehensive Evaluation Plan for the Cancer Information Service. Each component is the
subject of a separate evaluation designed specifically to measure appropriate process and impact
guestions. This report presents findings from the evaluation of the Information Service, specifically on
the results of the 2003 User Survey, a telephone survey of persons who contacted CIS, conducted in late
2003 and early 2004. The User Survey was designed to measure user satisfaction with CIS services and
assess users perceived knowledge about cancer, self-efficacy in making treatment decisions, and
behavioral intention and behavior related to cancer prevention and/or treatment.



1.2 Overview of the Information Service

The telephone service component of the Information Service has operated since 1976 and is
the CIS longest standing and most developed program component. CIS staff have access to cancer
information from NCI on a range of topics, including the most recent advances in cancer treatment.
Through the CIS toll-free telephone service (1-800-4-CANCER), callers seeking cancer information or
resources can speak with staff trained to explain medical information in easy-to-understand terms.
Specialists provide service 9:00 am. to 4:30 p.m., Monday through Friday, in English, Spanish, or TTY
for individuals who are deaf or hearing impaired. Specialists also provide smoking cessation information
and support to smokers through NCI’ s Smoking Quit Line at 1-877-44U-QUIT. Recorded information on
both numbersis available 24 hours a day, 7 days a week.

CIS routinely gathers information about the type of persons calling their telephone service.
Data show that users tend primarily to be middie-income white women. Call volume to the telephone
lines peaked in 1994 and has been declining in the last 9 years. Results from the 2003 User Survey are
intended to inform the development of a promotion plan to increase the use of CIS telephone and online
services especialy by minorities and men.

In 2002, CISlaunched a new online service, LiveHelp, to provide answers to questions about
cancer and help in navigating Cancer.gov, the NCI's web site. This service, available Monday through
Friday from 9:00 am. to 10:00 p.m. eastern standard time, is intended to provide another confidentia
point of access for the public to obtain cancer information and resources.

Recently, CIS has begun providing services to CIS users via email through the
www.cancer.gov web site. Email users were not included in the 2003 User Survey, however, because
demographic data and information about their CIS contact needed for analyzing the survey data is not
collected for these users.

The Information Service has conducted numerous evaluation activities to assess service
delivery and performance excellence. Many systems (e.g., staff management systems, training and
quality standards) have been developed to manage the service and document performance. Periodic
surveys of persons calling CIS for cancer information were conducted in the past (1976, 1984, and 1996)
and measured satisfaction with the Service as well as a wide range of effects related to callers intentions
and behavioral changes following their discussion with CIS.



13 Survey Purpose and Background

In accordance with the Comprehensive Plan for Evaluation of the CIS, the 2003 User Survey
is intended to serve as a baseline measure for ng both process and impact measures. This survey
will be repeated in 2006 and will continue on aregular basis every 3 years. The key process indicator to
be assessed is user satisfaction, specifically users perceptions of the Information Specialist’s knowledge
level, trust in the information provided, likelihood of recommending the CIS to others, and whether or not
users’ expectations were met. Process evaluation results will inform CIS of strengths and weaknesses in
the implementation of the services provided by CIS. Process data will aso provide a context for
understanding the influence of the Service on users. Thus, if many users report lower satisfaction levels
than anticipated and that their contact with CIS had not led them to plan to quit or cut back on their
tobacco use, the results from the process evaluation may help explain these findings.

The survey documents how users are affected by their contacts with Information Specialists
in terms of their increased knowledge and awareness, enhanced self-efficacy and communication skills,
intentions to make positive behaviora changes, and—to a limited degree—actual behavior change. It is
expected that after contacting the CIS, users should fedl more knowledgeable about the specific subjects
of inquiry and have increased awareness of cancer in general. Self-efficacy, akey impact indicator, refers
to users’ confidence in their ability to perform healthful behaviors. For example, users are expected to
have increased confidence in their ability to communicate with health care professionals, to better
understand the causes of cancer or potential risk factors for cancer, and to actively participate in treatment
decisions. Asaresult of their contact with CIS, users should also report positive behavioral intentions or
changes with regard to reducing or eliminating their tobacco use, discussing information they learned
from CIS with their own health professionals, and determining eligibility for enrolling in clinical trials, as

appropriate.

Results from the 2003 User Survey will provide invaluable guidance to CIS for making
improvements to better meet the public’s cancer information needs. For example, if users report their
knowledge about cancer has increased, yet their confidence in their ability to communicate with a health
professiona has stayed the same, then Information Specialists could be trained and directed to spend
more time with CIS users on skills or strategies for seeking health information.



2. METHOD

The 2003 User Survey was designed as a 10-minute telephone survey with a national sample
of 2,500 users stratified by type of user (e.g., diagnosed with cancer or not; contacting for self or family
member/friend), reason for contact, cancer site, mode of CIS contact (telephone or LiveHelp), and severa
demographic characteristics. Eligible persons were defined as first-time users who contacted CIS by
telephone or online using LiveHelp. Persons were age 18 or older, who were English speakers, and who
were not health care professionals or members of the media. The study population was restricted to first-
time users to maximize the likelihood that results reflect recent experience with CIS current protocols and
guality assurance procedures. The study excluded persons who contacted CIS via email because
demographic information is not collected for these users. Potential respondents were recruited by CIS
and contacted by trained Westat interviewers within 30 days of the contact with CIS. The following
sections describe the methodology employed to design and conduct the survey and analyze and present
results.

21 Questionnaire Design

Westat staff and NCI's Project Office Evaluation Team collaborated on designing a
guestionnaire to address the key process and impact indicators discussed in Section 1.3. The first step
entailed reviewing the 1996 survey instrument and mapping the questionnaire items to the key process
and impact indicators outlined in the CIS evauation plan. While the process measures for overall user
satisfaction (e.g., Information Specialist was knowledgeable, information provided was trustworthy)
included in the 1996 survey were still appropriate, few of the remaining items were of continued interest
or relevance to CIS. Thus, major questionnaire redesign was warranted for severa reasons. First, new
guestionnaire items were developed to assess the broader result of CIS contacts on impact indicators not
included in previous surveys. Second, questions were added to ascertain type of user and mode of contact
with CIS due to CIS interest in such an analysis. Finally, the questionnaire was designed to focus on the
three primary reasons for contact of particular interest to CIS, accessing information about tobacco,
inquiring about clinical trials, and seeking assistance in communicating with health care professionals.

Eight pretests were conducted with individuals who recently contacted CIS using the
1-800-4-CANCER telephone number or LiveHelp services. CIS recruited individuals from 3 of their 14
regional call centers, and efforts were made to obtain a mix of callers with regard to their reason for
contact to ensure that al portions of the questionnaire could be appropriately tested. Using a recruiting
script, Information Specialists informed prospective participants that their participation was voluntary and
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confidential and would not affect the service they receive through CIS. The average interview length was
16 minutes. In addition to responding to survey questions, pretest respondents were asked to comment on
whether the questionnaire items made sense to them, if they considered them to be relevant, their
reasoning for how they answered certain items, and whether any items were too sensitive or would make
people feel uncomfortable. Results were summarized and presented in areport to CIS. The questionnaire
was then revised to address the pretest results and incorporate further comments from CIS.

The final questionnaire consisted of 59 items, 57 with close-ended responses and two open-
ended questions (see Appendix A). The survey was designed such that a core set of questions on the
subject of the contact (e.g., for self or family member), reasons for contact, satisfaction domains, and
other cancer organizations contacted were asked of all respondents. Those respondents who indicated
they contacted CIS specifically for information about tobacco, clinical trials, or communicating with a
health care professional or any combination of these topics were asked a series of questions relevant to
the topics they identified.

The survey was programmed using interactive computer-assisted telephone interviewing
(CATI) technology. This method was advantageous because of the relatively large number of interviews
to be conducted and NCI’ s desire to incorporate more complex routings through the questionnaire than is
allowable in a paper-and-pencil format. Using the CATI format was also intended to prevent out-of-range
responses and increase the expediency of data processing and analysis. The instrument was tested online
by Westat and CIS staff prior to the survey launch.

22 Recruiting and Data Collection Schedule

Timing was an important factor in designing the recruiting and data collection schedule. The
survey was slated to be launched in late fall 2003. Due to the undesirability of interviewing during busy
holiday periods at the end of the year, CIS decided to collect data in two phases. Phase | recruiting and
data collection was scheduled from November 3 through December 22, 2003. Phase |l was conducted
between December 29, 2003, and March 15, 2004 (see Exhibit 1).

Early in the planning process, it was determined that a recruiting and sampling design was
needed that limited the time period between contact with CIS for information and Westat callsto potential
respondents for interviews. There was some concern that too much lag time might result in diminished
respondent recall of their CIS contact. A rolling recruiting and data collection schedule was designed.
Users were recruited, sampled, and interviewed in 12 separate waves on an overlapping basis. Westat
interviewers planned to contact each sampled potential respondent for an interview during a defined
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2-week period for each wave, after which time the case expired if an interview had not been compl eted.
In this way, new potential respondents were continually being recruited and contacted for interviews
throughout the data collection periods while ensuring that contact by a Westat interviewer was always
made within in 4 weeks of users' initial CIS contact.

Exhibit 1.—CI Srecruiting and Westat data collection schedule

Sample | CIS recruitment | Westat data collection
PHASE |
Wave 1* ......cccverennn November 3-7 November 17-November 30
Wave 2* ......ccccvvvenenn November 10-14 November 24-December 7
Wave3.....ccoveveneenn November 17-21 December 1-14
Waved.....oeveiennn November 24—-26** December 8-21
PHASE I
Waveb......ccoeveeiene December 29-31, January 2** January 12-25
Waveb......ccoeeeeeenenne January 5-9 January 19-February 1
Wave 7. January 12-16 January 26-February 8
Wave8......ocooeeeeieenne January 19-23 February 2-15
Wave9.....covveveeen January 26-30 February 9-22
Wave 10*......ccceveeneene. February 26 February 16-29
Wave 11*......ccovevveneene February 9-13 February 23-March 7
Wave12..........ccccuenee. February 16-20 March 1-14

*ncludes potential respondents from the New England regional call center.
** Shortened recruiting period due to federal holiday.

2.3 CISRecruiting and Transfer of Electronic Contact Record Form Data

All survey participants were first-time CIS users who contacted CIS by telephone or online
during the Phase | and Il recruiting periods. CIS recruited survey participants to maximize response rates.
Study designers thought that if participants were invited to participate in the survey by the Information
Specialist with whom they spoke during their CIS contact, they likely would be more amenable to
participating in a follow-up telephone interview. Westat supplied CIS with a script to ensure consistency
in recruiting (see Appendix B). To recruit potential participants in accordance with Office of
Management and Budget (OMB) regulations, it was planned that CIS would randomly collect
demographic information from 50 percent of first-time users.? Demographic and contact information was
obtained from any of those persons who agreed to participate in the study. However, the active recruiting
from CIS was such that if an eligible user declined to participate in the survey or refused to provide
demographic information, he/she was retained in the sampling frame of all first-time users but excluded
from the population from which Westat drew the study sample, and another user was drawn as a
replacement. Thisresulted in CIS sampling a higher percentage, about 59 percent, of first-time users than
was planned. A more detailed explanation of the sampling design is provided in Section 2.4.

Typically, CIS only collects demographic information from 25 percent of user contacts to comply with OMB regulations. However, during
special data collection periods, CIS can collect thisinformation from as many as 50 percent of users. The OMB number for CIS demographics
collection is 0925-0208.
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The original plan required CIS Information Specialists to recruit potential respondents on a
weekly basis for 12 weeks. During survey planning, however, Westat learned the New England call
center was conducting a regional survey that overlapped with the User Survey data collection period. To
decrease the potential burden on users, the call center agreed to suspend their data collection for 2 weeks
in November 2003 and another 2 weeks in February 2004 to allow data to be collected for the User
Survey. Thus, potentia respondents from the New England region were recruited during only 4 of the
planned 12 weeks.

To recruit potential participants for this study, CIS appended an existing electronic form to
collect comprehensive information during each user contact. The form used by CIS to input data into the
database is an Electronic Contact Report Form (ECRF) and is used to collect information such as the type
of user, subject of interaction, CIS resources used, CIS response, and cancer site (see Appendix C).
Demographic characteristics are gathered from about 25 percent of users. To automate the User Survey
recruiting process, CIS added severa fields to the ECRF to track whether the 50 percent of first-time
users who were randomly selected to provide demographic information had agreed to participate in the
survey and to record their name and telephone number. During recruiting, and in accordance with CIS
call-back policies, Information Specialists also indicated on the ECRF whether potential respondents
would allow Westat interviewers to explicitly mention the National Cancer Institute and disclose the
nature of the call when making contact.

24 Sample Design and Selection

241 Sample Design

CIS recruiting data were transferred from CIS, and potential respondents were sampled by
Westat on a weekly basis during the recruiting and data collection phases. The Monday following each
week of data collection, CIS provided Westat with an electronic export file for sampling containing
names and telephone numbers for all potential respondents along with their corresponding ECRF data,
including demographic information. The original sampling plan caled for Westat to draw an equal
sample from each of the 12 weekly export files to be provided by CIS for atotal sample of 3,336 potential
respondents. With a goal of 2,500 completed interviews, and an assumed 75 percent overall response
rate, it was estimated that each wave would require Westat interviewers to call 278 potential respondents
to abtain 208 completed interviews. Since the New England call center was included in only 4 of the 12
weeks, the plan necessitated increasing the sample during those weeks and lowering it during the
remaining weeks to obtain an appropriate sample. Therefore, in the weeks that included the New England
cases, 318 users would be sampled, and in the remaining 8 weeks the sample was to be 258.

8



Three subgroups of users, (patients, those contacting for tobacco information, and
minorities) were of particular interest to CIS. Westat estimated the proportion of these groups in the
completed cases to ensure that reliable estimates would be obtained for each subgroup and determined
that sufficient reliability for patients and minorities was achievable without oversampling. Tobacco
information users were found to represent a small subset of callers; triple oversampling was planned to
obtain alarge enough subgroup for reliable analysis.

The sample frame was stratified by arange of NCl-approved criteriato help ensure adequate
representation of key user characteristics. The sort variables, in order of which sorts were performed,
were user type (e.g., patient, family member/friend), race/ethnicity, sex, and call center. If any sampled
cases were missing values for these four sort variables, the missing variables were imputed to the largest
group within that category before sampling.

Some €ligible potential respondents, first-time users who refused to provide demographic
information, were included in the weekly export file sent to Westat by CIS but excluded from the
sampling frame. Also, if an individual was considered to be too distressed or ill to be asked for
demographic information or to participate in the User Survey, CIS Information Specialists had the option
of designating these users as not to be contacted. While these people were not included in the sampling
frame, they were counted as nonrespondents for the recruitment stage of sample selection and included in
the CIS response rate calculations.

Westat statisticians reviewed the export file for case eligibility before drawing the sample for
each of the 12 waves. Occasionally, some cases included in the export files were excluded. Recruited
users who were ineligible for the sample included non-English speakers, those under age 18, hedth
professionals or media representatives, and users who had contacted the Service previoudly.

242 Sampling Rates

The first stage of sampling consisted of CIS recruitment of eligible cases. Overdl, the CIS
sampling rate averaged 59 percent, higher than the original half-sample that was planned. It appears that
in some instances, a replacement was drawn for ingligible cases, increasing the overall CIS sample rate.
The Westat sampling rate was determined by the estimated Westat response rate and the goal for the
number of completed interviews. Table 1 shows the actual CIS and Westat sampling rates of 59 percent
and 50 percent, respectively, and the overall sampling rate of 30 percent, calculated by multiplying the
CIS and Westat sampling rates.



Table 1.—CI Ssampling rates, total and by subgroup: 2004

Sampling rate | CIS | Westat Overall
TOLA et 0.59 0.50 0.30
Subgroup
TODBCCO ... 0.57 1.00 0.57
LIVEHEID .. 0.62 0.79 0.49
New England call CENter........ccevvvereiriiee e 0.15 0.74 0.11
AlLOthErS...c e 0.58 0.46 0.27

Westat oversampled for some subgroups, and their sampling rates are shown in Table 1. A
triple oversample of tobacco users was planned. However, a lower number of tobacco users were
recruited for the study than was anticipated, so tobacco users were sampled with certainty.®

Callersto the New England call center also required a differential sampling rate. As shown
in Exhibit 1 in Section 2.2., the New England call center was included only in the first two recruitment
wavesin Phase | and Waves 10 and 11 in Phase I. Because the number of New England callers that were
recruited was low, Westat sampled all of the New England region users with certainty in Waves 10 and
11.

LiveHelp users were another oversampled subgroup. LiveHelp users were recruited
differently in that those who agreed to participate in the survey were asked to provide contact and
demographic information over the Internet within a 24-hour period. In many cases, LiveHelp users agreed
to participate in the survey when they were on line with an Information Specialist but did not follow up
by providing the necessary contact and demographic information. As aresult, fewer LiveHelp users were
included in the sampling frame than anticipated. To adjust for the low recruiting rates, LiveHelp users
were sampled with certainty beginning in Wave 7, which raised their sampling rate.

During the recruiting and data collection period, the sample size was adjusted as needed to
maintain as consistent a sampling rate as possible for each wave. For instance, Wave 5 had an unusually
small sampling frame because fewer contacts were made to CIS during the week following Christmas,
and hence fewer potential participants were recruited. In an effort to maintain a consistent sampling rate,
the sample size for this wave was lowered to 212 from 258. Westat statisticians continued to monitor the
sample size in subsequent weeks. The size of the sampling frames in Waves 11 and 12 permitted
sampling of more cases to make up for the lowered sample in Wave 5.

% Users who were sampled with certainty were those whose probability of being selected in the sample was 1 because of their lower than expected
representation in the sampling frame. Thus, all eligible usersin these subgroups were included in the sample.
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25 Data Collection

251 Interviewer Training

An interviewer training was conducted at Westat’'s Frederick, Maryland, Telephone Research
Center (TRC) on Saturday, November 15, 2003, led by the TRC manager for the User Survey. Fourteen
interviewers were trained; all had previous experience in conducting interviews for Westat telephone
research studies.

The training session, which lasted approximately 8 hours, consisted of three components: 1) an
overview of the Cancer Information Service and survey purpose; 2) review of interviewing techniques
and procedures, and 3) study-specific training for administering the survey. The first component was
presented by an NCI Project Officer, and included an interactive discussion of common and unusua
inquiries that CIS receives. Because trainees already had a wealth of interviewing experience, little time
was needed to review standard procedures and emphasis was placed on changes in procedure specific to
this study. Most of the training focused on preparing interviewers for the great variation in reasons why
people contact CIS and how to sensitively guide interviews to completion with persons who might be
older, ill, or distressed. Three interactive lecture scripts presented severa scenarios for various types of
users and reasons why they contact CIS to familiarize interviewers with all portions of the questionnaire.
Trainees were provided with written information on handling sensitive situations, frequently asked
questions, definitions of clinical trials, and names of trials likely to be active during the User Survey data
collection. Additional study-specific training included:

» theimportance of not divulging the purpose of the call unless speaking to the respondent
to ensure the confidentiality of the respondent’ s health status;

» the importance of not providing personal opinions, support, or information to
respondents and directing respondentsin need of assistance to recontact the CIS;

» role-playing sessions in which participants practiced interviewing each other; and

e aquestion-and-answer session.

A copy of study-specific training materials can be found in Appendix D.
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252 Survey Implementation and Quality Control

The 2003 User Survey was conducted between November 17, 2003, and March 14, 2004.
Data collection was conducted in two phases as discussed in Section 2.2.

Westat contacted potential respondents multiple times on different days and at varying times
of day during the 2-week data collection period for each wave. Due to concerns about potentially
contacting persons who were ill or distraught, no refusal conversion was conducted for this study.

Westat implemented procedures to ensure that the confidentiality of potential respondents
health status was maintained and to provide full disclosure about the study. Interviewers were instructed
to leave answering machine messages only if the individual had indicated this was acceptable when
recruited by the CIS Information Specialist. Likewise, if an interviewer reached someone other than the
respondent or an answering machine, he/she mentioned that the call was made on behalf of the National
Cancer Institute only if the respondent had previously agreed that this was acceptable. Copies of the
scripts are included in Appendix B. If an interviewer contacted a respondent who requested more
information about the study, Westat collected name and address information and sent a detailed letter
about the study sponsor, purpose of the study, and contact information for Westat and NCI staff to verify
the legitimacy of the study (see Appendix E). Westat also provided potential respondents with a toll-free
number that individuals could call at their convenience to set up an appointment for an interview.

Quality control measures were applied throughout the data collection process. Interviewers
were monitored closely by a supervisor in the first week of data collection, and any suggestions for
improvement were discussed with the interviewer immediately afterwards. During this time period, the
NCI Project Officers, the TRC manager, and project research staff participated in monitoring sessions to
ensure that the questionnaire was being administered accurately and that items were understood by
respondents. In subsequent weeks, monitoring continued on a frequent basis by TRC supervisors and
experienced project staff. Interviews were monitored using Telephony equipment, which allowed
observers to monitor interviews unobtrusively by both listening to the telephone interview and watching
the key strokes made by interviewers on a computer screen. The overall monitoring rate was 12 percent.
Problem cases (e.g., nonlocatable or inappropriate respondents within the sample) were reviewed each
week, and decisions were made about how to resolve them on a case-by-case basis. Detailed status
reports were provided to the project director weekly. These reports provided specific information on the
number of completed interviews, refusals, ineligibles, nonlocatables, and maximum calls.

One issue arose in the first 2 days of interviewing that required remedia measures.
Respondents were asked at the beginning of the interview if they had contacted the CIS during the last 30
12



days, and a higher than expected number of users said they had not contacted the CIS at all or had not
done so in the previous 30 days. A consistency check was instituted during the first week of
interviewing. Since names and telephone numbers could not have been obtained for these individuals
unless they had contacted CIS during the User Survey recruiting period, interviewers were instructed to
probe to see if respondents could recall contacting CIS either by telephone or online. As aresult, fewer
cases were coded as ingligible in the ensuing weeks of data collection. A copy of the consistency check
that was used to determine respondent eligibility isincluded in Appendix F.

In early January, Westat and NCI Project Officers met to discuss the ongoing status of the
recruiting and data collection procedures. There was some concern because CIS recruiting rates were
approximately 20 percent lower than for the previous User Survey conducted in 1996 using a similar
recruiting method. After discussing possible options for increasing recruiting rates, Westat and CIS
agreed to revise the recruiting script to shorten and simplify the language and reorder questions for amore
natural flow. These procedures were instituted beginning with Wave 9. Nevertheless, only a very small
increase in recruiting rates was realized.

2.6 Weighting

The User Survey was designed to provide estimates for all eligible persons. Accordingly,
weights were developed so the sample would be representative of that population. First, weights were
developed to account for respondents having different probabilities of being selected for the survey. Users
had two opportunities to be selected, once when they were sampled by CIS and again when they were
sampled by Westat. Thus, two stages of weighting were applied. The CIS probability of selection was
the number of eligible sasmpled users divided by the total nhumber of eligible users (except for the New
England call center, which was weighted separately). The Westat probability of selection was the
sampling rate used for systematic sampling. Thus, the base weight for each user was the inverse of the
user’s selection probability at each level of selection; it was then adjusted for nonresponse. Final weights
were calculated separately for each wave for al of the call centers taken together, except for New
England.

The New England call center was handled differently in the weighting process because it
sampled users for only 4 of the 12 weeks of data collection. For New England users, the base weight was
calculated to be the number of eligible New England users in the total 12-week data collection period
divided by the number of New England users in the Westat sample for the 4 weeks. In this way, the
sample for New England was weighted to be representative of all callersto that center.
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The next stage in the weighting process was a raking procedure that permitted Westat
statisticians to control estimates to known totals on important characteristics while adjusting for the two
levels of nonresponse. Raking is a procedure in which iterative adjustments are made to sample weights
so that the sample more closely matches known population characteristics on some set of dimensions.
These dimensions are called controls. For example, suppose only one type of user and call center were to
be used for controls. First, weights would be adjusted so that the estimate from the sample would agree
exactly with the number of persons by type of user across all weeks from which the sample was being
selected. The resulting weights would then be adjusted again so that the estimate from the sample would
agree exactly with the number of persons by call center across all weeks. This last weight adjustment
would result in sample estimates that no longer exactly agreed with type of user totals. Thus, a weight
adjustment would be repeated by user type. The iteration of weight adjustments by type of user and call
center continued in this manner until sample estimates agreed closely to both sets of controls.

Raking for the User Survey involved several controls. For instance, type of user, call center,
and the reason for calling was known for nearly all users, and those variables were used in raking.* The
type of cancer about which the user called was aso known; however, since there were so many types of
cancer categories and there was no meaningful way of collapsing them, the percentage of users calling
about each type of cancer was too small to use for raking.

Other important characteristics for raking were not known for al users, because that
information is not routinely collected by CIS in all contacts. Therefore, controls for race/ethnicity, sex,
education, and age were based on the CIS sample for those users who gave contact information. Sample
variables are not generally used in a raking procedure; however, since the CIS sample was such a large
percentage of the study population, the sampling error was estimated to be very small. Controlling to
sample estimates for these demographic variables reduced sampling errors nearly as much as it would
have had the demographic information been known for the full population. A hot-deck imputation
procedure® based on the type of user and cancer site was used to impute the missing data for those who
did not give demographic information. The totals after imputation were multiplied by the CIS sampling
rate to estimate the population totals, and the sample was then raked to those totals.

4 These variables were missing for less than 1 percent of users.

® G. Kalton and D. Kasprayk, The treatment of missing survey data. Survey Methodology, 12 (1986): 1-16.
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27 Response Rates

Interviews were completed with 2,485 CIS users. Table 2 shows the sample, planned

interviews, percent of planned interviews completed, and unweighted and weighted completed interviews

for each wave of data collection.

Table 2—Number of usersincluded in sample and planned and completed number of interviews,

by wave: 2004

Planned number of Unweighted _number Perc_ent of' planned Weighted number of

Wave Westat sample interviews of interviews interviews _complleted

completed completed interviews
Total..ooovecce 3,336 2,500 2,485 99 24,542
Lo 318 238 201 85 2,241
2 318 238 251 106 2,396
1 258 193 202 105 2,176
L TR 258 193 199 103 1,163
LS 212 159 169 106 1,056
L 258 193 189 98 2,268
T 258 193 185 96 2,074
S 258 193 203 105 2,226
L 258 193 188 97 2,249
10 318 238 237 100 2,549
N 334 250 239 96 2,304
12, s 288 216 222 103 1,840

NOTE: Planned number of interviews may not add to total because of rounding.

Table 3 shows response rates for the CIS and Westat samples. Response rates were defined

as the number of eligible respondents divided by the total number of sampled users in each wave. For the

CIS sample, indigible users were defined as users under the age of 18; non-English speakers; users who

were not first-time callers; health professionals, members of the media, or other professionals; and users

in the New England region during the weeks that this region was not sampled. In one case, a potential

respondent passed away after contacting CIS but prior to when a Westat interview recontacted him for an

interview and this case was subsequently coded asindligible.

Both weighted and unweighted response rates are shown for the Westat sample. The

weighted response rates were based on base weights that reflect the probabilities of selection. The

weighted and unweighted rates are the same for the CIS sample because base the weight is the same for

all sampled users.
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Table 3.—CI S User Survey weighted and unweighted responserates, by wave: 2004

Wave CIs Westat unweighted Inclusive unweighted Westat weighted Inclusive weighted

response rate response rate response rate response rate response rate

1 53.99% 63.41% 34.23% 64.37% 34.75%
2 50.08 79.18 39.66 79.80 39.97
3 48.71 78.91 38.44 78.46 38.22
4 49.48 78.04 38.62 77.81 38.50
5 52.64 79.72 41.97 79.85 42.04
6 49.44 73.26 36.22 76.10 37.62
7 49.63 7171 35.59 71.02 35.24
8 52.93 78.68 41.65 78.38 41.49
9 55.33 72.87 40.32 73.58 40.71
10 52.01 75.00 39.01 74.47 38.73
11 53.02 71.56 37.94 71.33 37.82
12 51.74 77.35 40.03 77.57 40.14
Overal 51.62 74.71 38.57 74.64 38.53

In asurvey in which a subgroup that is sampled at a higher or lower rate has a very different
response rate, there can be a substantial difference between weighted and unweighted response rates.
However, thereislittle difference for this survey.

2.8 Estimating Standard Errors

When data are collected in a complex sample survey, there is often no easy way to produce
approximately unbiased and design-consistent estimates of standard errors. The estimated standard errors
of survey statistics, including means and proportions, using standard statistical packages such as SAS or
SPSS are inappropriate and usually produce underestimates. The sampling procedure for the CIS survey,
while not complex, did result in varying probabilities of selection among users. Both this and raking to
control totalsresult in differential weights that ought to be accounted for in the standard error estimates.

A class of techniques called replication methods provides a genera method of estimating
standard errors for the type of designs and weighting procedures usually encountered in practice. The
basic idea behind the replication approach is to select subsamples repeatedly from the whole sample,
calculate the statistic of interest for each of these subsamples, and then use the variability among these
subsamples to estimate the standard error of the full sample statistics. The subsamples are called
replicates, and the statistics cal culated from these replicates are called replicate estimates.

There are different ways of creating subsamples from the full sample. For this survey,
replicate weights were created using the delete-one jackknife replication method. In the jackknife
replication method, replicates are formed by deleting a single subset at a time, and the weights for other
subsets increased to account for the deletion. Nine replicates were created within each week’s sample,
where the weeks were treated as strata.
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29 Presentation of Results

Analyses for this report were based on weighted data from 2,485 completed interviews.
However, as noted above, to streamline the survey and reduce respondent burden, series of survey
guestions were designed to be asked of selected respondents based upon the reason for their calls. For
example, only individuals who said they contacted CIS about clinical trials or said that they received
information about clinical trials during their contact were asked questions related to clinical trials. And,
in some cases, questions that were relevant to some user types but not others were asked only of those for
whom they were appropriate. For example, only respondents who called for themselves and were
diagnosed with cancer were asked about changes in their confidence with regard to actively participating
in treatment decisions. Therefore, some analyses were conducted on weighted data from a subset of
respondents. Whenever data are presented for a subset of respondents, rather than the whole sample, that
fact is specified in the text and noted in the table title along with the appropriate number of weighted
Cases.

The following independent variables were used for analyses:

Variables obtained from ECRF:

* Leve of education (high school or less, some college, college graduate or higher)
* Sex (maeand female)
« Age (40 and younger, 41-50, 51-60, 61 and older)®

» Racelethnicity (white, non-Hispanic; African American, non-Hispanic; Hispanic; al
other races)’

e Cancer site

Variables obtained from the User Survey:

» Diagnosis (user diagnosed with cancer or not diagnosed)

»  User type (contacting for self or family member/friend)

®To report the age of survey respondents, records were distributed into four relatively equal quartiles.

! Respondents were asked whether they were of Hispanic origin and then asked to select one or moreracia categories. Therefore, the category
Hispanic includes any race. The categories African American and white include only non-Hispanic persons. Other racesinclude 2% Asian, 2%
American Indian/Alaska Native, 2% multiracial, and 2% refused or did not ask.
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* Reason contacted CIS (information on smoking or other forms of tobacco, clinical trials,
or assistance in communicating with health professionals)

» Mode of contact (telephone or LiveHelp)

For anayses purposes, the following two independent variables were recoded for
simplifying the analyses: reason for contact and cancer site/type. Three key reasons for contact were of
particular interest for this analysis: information about tobacco, inquiries about clinical trials, and help
communicating with a health professional. Therefore, if respondents offered multiple reasons for their
contact, they were sorted hierarchically for this analysis in that order. For example, if a respondent
contacted CIS for information about tobacco and help in communicating with a health professional, they
were coded as a tobacco contact in the analysis. If a user contacted CIS about more than one cancer
site/type, only the first site/type coded in the ECRF was used. Therefore, this analysis does not examine
users contacting CIS about multiple sites/types of cancer but instead looks only at the first site/type that
was recorded by the Information Specialist.

This survey was designed, conducted, and analyzed such that the data can be generalized to
the universe of CIS users. In some cases, however, differences in proportions between groups of survey
respondents on a given gquestion do not reflect statistically significant differences in the user population as
awhole. This may be due to large standard errors resulting from small sample size or no differences
being found between groups. Asfor al generalized survey data, readers should be aware that descriptive
statistics about the universe of users in this report are associated with a standard error and a resulting
confidence interval around each statistic. All specific statements of comparison made in this report have
been tested for statistical significance through t-tests and are all significant at the 95 percent confidence
level or better. It is important to note that only selected findings are presented for each topic in this
report. Throughout this report, differences may appear large in some cases, but may not be statistically
significant due to large standard errors. In other cases, there may be statistical significance, but
substantively the comparison is not of interest. Standard errors for responses in this survey can be found
in Appendix G.

2.10 Limitations

This study has some limitations. First, this was a survey of al first-time CIS users. This
population may differ from users who access the service multiple times, but these differences are not
known. Second, this survey was designed initially to compare telephone users with those who used the
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LiveHelp online service. However, too few LiveHelp respondents were recruited in the study to make
meaningful comparisons between the two groups. Another recruiting process might increase participation
of LiveHelp users. Third, sample sizes were too small to produce many important results for some
subsets of users such as smokers seeking help to quit or cutback or persons contacting CIS about clinical
trials who did not plan to follow-up to find out if they were eligible for atrial. Finally, many of the user
characteristics used for analysis may correlate with each other. For example, level of education and race
are often correlated with one another. However, this analysis treats them separately.
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3. FINDINGS

31 Demographic Information

A wealth of information was gathered about the persons who contacted CIS for cancer or
tobacco information. Two sources were used to obtain information for analysis: the Electronic Contact
Record Form (ECRF) collected by CIS and the 2003 User Survey designed by Westat in collaboration
with NCI Project Officers. Table 4 shows the characteristics of CIS users, including the means they used
to contact CIS (telephone or online); the person who was the subject of the contact; the reason for the CIS
contact; the site/type of cancer, if applicable; and selected demographic information.

The vast mgjority of users (97%) contacted CIS using the 1-800-4-CANCER or 1-877-44U-
QUIT telephone numbers, 8% used the LiveHelp online instant messaging service, and 5% used both
modes of contact. People contacted CIS for themselves or for friends or family members. While the
persons about whom the contacts were made typically had been diagnosed with cancer, their cancer types
or sites varied widely. Just over haf of users contacted CIS for themselves (57%), and the remaining
users contacted the Service for a family member or friend (43%). Sixty-two percent of users indicated
they or the person they contacted CIS about had been diagnosed with cancer. The cancer site/type
relevant to the inquiry varied among CIS users. 21% of contacts were related to breast cancer, followed
by those about lung (13%), prostate (7%), and colorectal (7%) cancer. Twelve percent of contacts were
about a siteltype of cancer other than those listed above, and 40% were not about a specific site/type of
cancer because the reason for contact was about benign conditions, general cancer questions, or cancer-
related questions that did not relate to a specific cancer site or type.

Survey results show that persons contacting CIS for information did so for a wide variety of
topics, and many contacted about multiple reasons. However, three key reasons were of particular
interest for this analysis. information about tobacco, inquiries about clinical trials, and help
communicating with a health professional. Therefore, if respondents offered multiple reasons for their
contact, they were sorted hierarchically for this analysis in that order. Of the three key reasons for
contacting CIS, the most common was to obtain information about clinica trials (44%). In addition,
about one-quarter of users (23%) contacted CIS to get help communicating with their doctor or other
health professional. Just 8% of users contacted CIS to get information about tobacco, and the majority of
those users wanted information about ways to quit or cut back on smoking (89%). One-quarter of users
(24%) mentioned other reasons for contacting CIS.
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Table4.—Characteristicsof CISusers: 2004

All CIS users CIS users contacting CIS users contacting for
User characteristic for self family member or friend
Number | Percent Number Percent Number Percent
TOA ..o 24,540 100 13,930 100 10,480 100
User type
Contacted for Self ... 13,930 57 — — — —
Contacted for family member or friend...........cccceeenee 10,480 43 — — — —
Diagnosed With CaNCES ........cccovrrrrrrneecceeiererenenennd 14,980 62 6,390 47 8,590 84
Not diagnosed With Cancer ..........oceeereeereneerenne e 9,000 38 7,320 53 1,670 16
Reason contacted CIS
Information about tobaCCO.........ccceerercireireeeeen 1,990 8 1,620 12 340 3
Waysto quit or cut back Smoking...........ccccovreeeiennd 1,770 7 1,490 76 250 13
Waysto quit or cut back other tobacco............cceene. 150 1 ¥ b ¥ ¥
Other information about tobacCo...........cwerereerereenncd 260 1 ¥ t ¥ ¥
Information about clinical trialsh............cocooeevuervereennnee. 10,820 44 5,530 40 5,270 51
Help communicating with health professiond................, 5,680 23 3,230 23 2,430 23
Other reasons for CONLaCt ..........coereererererinesieereereeees 5,937 24 3,510 25 2,360 23
Cancer siteltype
Breast ..o 5,090 21 3,700 27 1,370 13
Lung.... 3,280 13 1,940 14 1,320 13
Prostate.... .| 1,790 7 1,170 8 620 6
Colorecta .............. .| 1,620 7 660 5 950 9
Other cancer SIte(S).....cerevererrrrernererereeaene .| 3,010 12 4,510 32 5,220 50
Not applicable/no cancer site/type specified................... 9,760 40 1,960 14 990 9
Level of education
High SChool OF 1E5S.......ovieecccccce e 8,090 33 5,000 36 3,070 29
SOME COlIEGE......ceeeiciee s 7,360 30 4,310 31 3,610 29
College graduate or higher .........cccoveeninnerccnneniceeend 9,020 37 4,580 33 4,360 42
Sex
FOMEIE....c.cuciiriri e 18,320 75 9,900 71 8,340 80
MEIE ... 6,220 25 4,020 29 2,140 20
Age?
40 AN UNES ..o 6,680 27 3,300 24 3,320 32
A1-B0 .. 5,450 22 2,730 20 2,690 26
5160 oo 5,410 22 3,340 24 2,040 19
6L OF OlAEN ... 6,980 28 4,550 33 2,420 23
Race/ethnicity®
White, NON-HiSPaniC...........ccveereerererereseseseseees 18,510 75 10,550 76 7,850 75
African American, non-Hispanic...........ccccovreeenenennenene, 2,720 11 1,640 12 1,070 10
HISPBNIC ... 1,440 6 730 5 710 7
All OthEr FACES ... 1,870 8 1,010 7 860 8
M ode of contact*
Telephone......c.ovi s 23,730 97 13,600 98 10,020 96
LIVEHEID vttt 2,060 8 330 2 460 4

— Not applicable.
FReporting standards not met; less than 30 unweighted casesin cell.

Y ncludes those users who specifically requested clinical trials information and does not include those who received information on clinical trials
at the discretion of the CIS Information Specialist.

2 To report the age of survey respondents, records were distributed into four relatively equal quartiles.

®Respondents were asked whether they were of Hispanic origin and then asked to select one or more racial categories. Therefore, the category
Hispanic includes any race. The categories African American and white include only non-Hispanic persons. Other racesinclude 2% Asian, 2%
American Indian/Alaska Native, 2% multiracial, and 2% refused or did not ask.

“Percents will not sum to 100 because respondents could select more than one mode of contacting CIS. Five percent indicated that they used both
modes.

NOTE: Some datafor this table were obtained through CIS Electronic Contact Record Form (ECRF) records. Numbers and percents may not
sum to totals due to rounding and/or missing values.
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More than one-third of CIS users had a college degree or higher (37%), followed by those
with some college education (30%), or a high school education or less (33%). The majority were female
(75%). Just over one-quarter (27%) were age 40 and under, 22% were between the ages of 41 and 50,
22% were between the ages of 51 and 60, and 28% were age 61 or over. Three-quarters of CIS users
were white, 11% were African American, 8% were from other racial groups, and 6% were of Hispanic
origin. For analysis and reporting purposes, persons of all races who identified themselves as Hispanic or
Latino were placed in that category only, thus permitting Hispanics or Latinos to be identified asa single

group.

Figure 1.—Demographic distribution of CIS users sex, level of education, and race/ethnicity: 2004

Per cent
100 -
80 1 75% 75%
V/
60 1 %
40 - 3% %
33% /
30%
% e 8%
7 6% )
%
| U mw
Female  Male High Some  College White  African Hispanic All other
school or college graduate American races
less or higher
Sex Level of education Race/ethnicity

NOTE: Standard errors for the reported percents are female 0.2, male 0.2; high school or less 0.1, some college 0.1, college graduate or higher
0.0; and white 0.3, African American 0.1, Hispanic 0.1, and all other races 0.3.

Some variation was found in user characteristics between persons who contacted CIS for
themselves and those who contacted CIS for a family member or friend. Nearly half of users contacting
for themselves had been diagnosed with cancer (47%). In contrast, 84% of those who contacted CIS for a
family member or friend said that the person they were contacting CIS about had been diagnosed with
cancer. Twelve percent of users contacting CIS for themselves wanted information about tobacco
compared with 3% of those contacting for a family member or friend. Forty percent contacted CIS for

23



themselves to seek information about clinical trials, and about one-quarter wanted help communicating
with health professionals. Among users who contacted CIS for a friend or family member, half were
seeking information about clinical trials, and one-quarter (23%) asked for help communicating with
health professionals.

The demographic distribution was similar among all users. However, users who contacted
CIS for a family member or friend tended to be more educated and female: 42% had a college degree or
higher and 80% were female. In contrast, 33% of users who contacted for themselves had a college
degree or higher and 71% were female. Users who contacted for themselves were more likely to be older
(33% were age 61 or older), while those who contacted CIS for a family member or friend tended to be
younger (32% were age 40 or under).

Data were examined to measure whether variation existed among the characteristics of those
who contacted CIS for the three key reasons of contact (information about tobacco, clinical trials, or for
help communicating with health professionals). Overal, the characteristics of users seeking information
about clinical trials and help communicating with health professionals were similar, while those who
contacted CI'S about tobacco information had somewhat different characteristics (Table 5).

Users who contacted CIS about tobacco information were more likely to contact CIS for
themselves and were less likely to be diagnosed with cancer. Specificaly, 82% of users seeking
information about tobacco contacted CIS for themselves, compared to 51% who were seeking clinical
trials information and 57% who wanted help communicating with a health professional. In addition, only
20% of those asking for tobacco information were diagnosed with cancer (or had a friend or family
member who was diagnosed). In contrast, over half of users seeking clinical trial information (51%) or
help communicating with a health professional (57%) had been diagnosed.

Some demographic variation also was found among users who contacted CIS for tobacco
information compared to those who contacted for other reasons. Only 17% of people seeking tobacco
information had a college degree or higher, compared to 42% of those seeking clinical trials information
and 40% of users who wanted help communicating with health professionals. Users seeking tobacco
information were also less likely to be female (68% compared to 73% of users seeking clinical trial
information and 76% of users seeking help communicating with health professionals).

Users seeking tobacco information were younger than other users: 37% were age 40 and

under and 16% were age 61 or older. Among users seeking clinical trials information, 26% were age 40

and under and 28% were age 61 or older. The age distribution was similar for users seeking clinical tria

information and those who wanted help communicating with a health professional. Thirty percent of
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users who wanted help communicating with a health professional were age 40 and under and 30% were

age 61 or older.
Table 5.—All CISusershy reason for contact, by selected characteristics: 2004
Reason for contacting CIS
User characteristic Information about | ;s trialsinformation | P communicating
tobacco with health professionals
Number Percent Number Percent Number Percent
TOEA ..o 1,990 100 10,820 100 5,680 100
User type
Contacted for Self ... 1,590 82 5,430 51 3,160 57
Contacted for family member or friend...........cccoeenee 340 18 5,180 49 2,390 43
Diagnosed With CaNCES .........coovrrrrrrnecceeienerenenennd 380 20 7,135 67 3,923 71
Not diagnosed With Cancer ..........occoereeereneerenncieenn 1,540 80 3,480 33 1,624 29
Level of education
High SChOOl OF 1€SS......c.ciiiiiiiei e 830 43 3,190 30 1,770 31
Some college.........ccocunene. 780 40 3,070 29 1,660 29
College graduate or higher 330 17 4,490 42 2,240 40
Sex
FEMElE.....ii 1,330 68 7,890 73 4,290 76
MEIE ..ottt 620 32 2,910 27 1,370 24
Age
40 AN UNEY .....oveeeririeecceiceeiere s 730 37 2,800 26 1,670 30
A1-B0 .. 440 22 2,450 23 1,219 22
5160 oo 480 24 2,550 24 1,050 18
BL OF OlEN .. 310 16 2,990 28 1,720 30
Race/ethnicity
White, NON-HISPaNIC ........cocveeeeeereeeeereseseseseees 1,330 68 8,130 75 4,310 76
African American, non-Hispanic . 270 14 1,190 11 630 11
HIiSPaNIC ..o 240 12 580 5 330 6
All Other FaCES ..ot hs ¥ 900 8 400 7

FReporting standards not met; less than 30 unweighted casesin cell.
! ncludes users who contacted CI'S for ways to quit or cutback smoking or using other tobacco or for other information about tobacco.
NOTE: Percents may not sum to 100 due to rounding.

In addition, racia differences were found among users who contacted for tobacco
information compared to those who contacted for other reasons. Two-thirds (68%) of users who
contacted CIS for tobacco information were white, compared to 75% of those who contacted for clinical
trialsinformation and 76% who wanted help communicating with a health professional.

In order to examine possible demographic changes in CIS users over time, three key
variables from this study, sex, age, and race, were compared with the findings from the 1996 User Survey
(Table 6). A crude comparison shows that the demographic composition of CIS users may be changing
dightly. For example, the 1996 study reported that users were 80% female and 20% male, and the 2003
study found that 75% were female and 25% were male. This may indicate that males are increasing their
use of the Service, however standard errors from the 1996 survey were not available to confirm statistical
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differences between the 1996 and 2003 study. Although differences are negligible with regard to age, it
may be possible to conjecture some change in the racial/ethnic distribution of users over time by
comparing the two studies. 1n 1996, 90% of the users were white, 6% were African American, 3% were
Hispani c®, and 2% were of some other race. Findi ngs indicate that in 2004, 75% of the users were white,
11% were African American, 8% were of some other race, and 6% were of Hispanic origin, which may
indicate that users are becoming more diverse with regard to their racial/ethnic background.

Table 6.—Comparison of selected ClSuser characteristics. 1996 and 2004

User characteristic 1996 2004

TOLAL ..tk h £ E R R R h e b R R £ e R Rt b bR ettt bt nee ] 100% 100%
Sex

FOMBIE.... bbbttt bk nn bbb nn s ] 80 75

VAL ettt b b e A bR £ £ bR e R £ A bR e e £ e b e R e R e e A ke Re e b be ke et et ebe et bebese s eseteneneen ] 20 25
Age

20 NGO UNGEY ...ttt sttt ettt et be et b e e se s esese e e ehesE e st e b e s e es e s eh e sE e e ebesE e Rt e ke seeb e s ebene et ebeseesesbenensensenene] 25 24

150 ettt bkt e h e £ b b e R e £ £ A e R e R e £ b e b e R e £ A A oA e e £ e b e b e Rt s A e A e R et et b e ke Rt et et e Re e s ebebane s eeae] 24 22

5280 ...ttt b bR bR Rk S E b £ R R b e e bbb bt ettt nenene ] 20 22

B OF OLOEN ...ttt b et b s b b e bbb e bbbt enene ] 31 31
Race/ethnicity

WHIE, NON-HISPENIC ...ttt bbbttt b b ne e 90 75

African AMErican, NON-HISPANIC ......cc.ceiuiiiruirieiiteirere ettt e et b e b et be e sesbese b e e enee] 6 11

HISPDAIMIC ..ttt b e bbbt e et b e s e et e b e b e st b e bt eb et e b e s b e st e b e e ebe b ebene e e ebeneeneerenneeen ] 3 6

AT OtNEN TBCES ...ttt ettt e et b et st ee bt se et ebeee e st b eseebe s ebeseeneabeneeneabeneesensenene] 2 8

NOTE: Percents may not sum to 100 due to rounding.

3.2 CISUsers Knowledge About Their Reason for Contact

321 Users' Perceived Knowledge Prior To and After CIS Contact

A key expectation for users of the information service is that they will become more
knowledgeable about their subject of inquiry as aresult of their contact. This outcome was measured in
several ways. First, users were asked to rate themselves with regard to prior knowledge about the reason
they contacted CIS. Then they were asked a follow-up question about the extent to which they felt their
knowledge about cancer or a tobacco-related issue had increased as a result of their contact with CIS.
Two other measures were used to assess knowledge. Users were asked to what extent the information
they received was new to them. Also, users who did not specifically ask for the clinical trials information
they received from the CIS Information Speciadist were asked if they had been aware of clinical trias
prior to their CIS contact.

8 Reflective of the 2000 change in how racial and ethnic demographic information is gathered, the 1996 User Survey
data reports Hispanics as aracial category while in the 2003 User Survey, respondents were first asked if they were
Hispanic or Latino and then asked to provide their race.
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Findings indicate that, overall, CIS users perceived themselves as having variable levels of
knowledge (Table 7). Nearly half (46%) of all users reported they felt only somewhat knowledgeable
about cancer or a tobacco-related issue prior to contacting CIS. Thirteen percent perceived themselves as
very knowledgeable, 27% felt knowledgeable, and 14% felt not at all knowledgeable.

Table 7—Percent of all CISusersreporting variouslevels of knowledge prior to contact and the
per ceived effect of CI S contact on knowledge, by selected characteristics. 2004

Knowledge prior to contacting CIS Knowledge increase after contacting CIS
User characteristic Very Knowledge- Somewhat | Not at all '
knowledge- knowledge- | knowledge- A lot Somewhat A little Not at all
able
able able able
TOtal ..o 13 27 46 14 39 34 13 14
Diagnosis
Diagnosed with cancer .................. 13 27 46 15 43 36 11 10
Not diagnosed with cancer ...........| 12 28 47 13 33 31 15 21
Cancer siteftype
Breast .....cccovveeeeieneneeeeesieeeennd 13 29 a4 15 36 36 11 17
LUNG ..ot 12 32 41 15 31 33 14 22
Prostate.........coeevennereennneceeenn) s 27 49 b 40 33 17 s
Colorectal ......ccoeveerrreeiinneneen s 27 49 b 38 41 s s
Other cancer SIte(S)......oeverenrenenn 19 29 41 11 37 28 15 21
Not applicable/no cancer site
SPECITIE .. 11 24 49 16 45 34 12 9
Level of education
High school or less........ccoceeenenn 11 23 46 19 40 31 15 14
Some college......coovrrreceinenenienenn 11 26 48 15 43 33 11 13
College graduate or higher ..........., 15 31 44 10 36 37 12 15
Sex
Female......cooveiiinccceen) 13 28 45 14 40 35 11 14
Mal .. 12 25 48 15 37 31 17 15
Age
10 27 47 15 a4 34 12 10
11 25 49 15 38 35 13 14
14 29 41 16 37 35 12 16
15 28 46 12 37 32 14 17
Race/ethnicity
White, non-Hispanic .................... 13 29 45 13 37 35 13 15
African American, non-Hispanic.. . 12 22 50 17 43 33 10 15
(RIS o o T b 21 47 s 54 28 b b
All other races.........c.cccvcvreeennnn ] hs 20 48 20 42 29 18 hs

FReporting standards not met; less than 30 unweighted casesin cell.
NOTE: Percents may not sum to 100 due to rounding and missing cases.

Differences in level of education were associated with perceived knowledge prior to CIS
contact. College graduates were more likely than those with lower education to report that they were very
knowledgeable (15% vs. 11% for at least some high school and some college) or knowledgeable (31% vs.
23% and 26%, respectively) prior to their contact with CIS. Similarly, users with at least some high
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school education (19%) were more likely than either college graduates (10%) or those with some college
(15%) to report they were not at all knowledgeable about their subject of inquiry prior to contacting CIS.

Differences were also found by other demographic variables. For example, whites (29%)
were more likely than African Americans (22%), al other races (20%), and those of Hispanic origin
(21%) to report being knowledgeable about their cancer or tobacco topic. Users age 40 or younger (10%)
were less likely than users 61 and older (15%) to describe themselves as very knowledgeable about cancer
or atobacco-related issue prior to their CIS contact.

Respondents were aso asked to report on changes in their knowledge about cancer and/or
the harmful effects of tobacco following their CIS contact. Users most frequently reported that their
knowledge had increased a lot (39%) or somewhat (34%). Interestingly, users who had a personal
relationship to cancer (self, family member or friend diagnosed with cancer) were more likely to report
that their knowledge had increased a lot (43%) or somewhat (36%) when compared to those who did not
have a personal relationship with cancer (33% and 31%, respectively). Further, those who did not have a
personal relationship with cancer more often reported that their knowledge increased alittle (15%) or not
a al (21%) when compared to those who did (11% and 10%, respectively). Users with some college
were more likely than college graduates to report their knowledge had increased a lot after their contact
with CIS (43% vs. 36%), and, although not a significant difference, 40% of those with a high school
education or less reported that their knowledge increased a lot. Interestingly, Hispanic users reported a
more beneficial outcome from their CIS contact than did people of other races/ethnicities. Fifty-four
percent of Hispanics reported their knowledge had increased alot after their contact with CIS, while only
42% of users from all other races, 43% of African Americans, and 37% of whites agreed with this
statement. Younger people (age 40 or younger) were more likely to report that their knowledge had
increased a lot after their contact than older users (44% vs. 38% for 41-50, 37% for 51-60, and 37% for
age 61 or over) and less likely to report that their knowledge had not increased at all (10%) when
compared with users age 51-60 (16%) and 61 and older (17%).

Another way to measure the impact that CIS had on users' knowledge was to consider how
users perceived knowledge prior to contacting CIS was related to users’ reported changes in knowledge
after their contact, as shown in Table 8. The findings indicate that users with low levels of cancer and/or
tobacco-related knowledge prior to contacting CIS were more likely to report high levels of increased
knowledge following their CIS contact. For example, users who reported being not at al knowledgeable
prior to CIS contact were more likely than others to indicate that CIS increased their knowledge a lot
(52% vs. 31% very knowledgeable, 31% knowledgeable, and 43% somewhat knowledgeable). This
indicates CIS success in imparting what could be very complicated information to those who have little
frame of reference for it.
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Table 8.—Increasein perceived knowledge following CI'S contact, by level of reported prior
knowledge: 2004

. ) Increased knowledge after contacting CIS
Knowledge prior to contacting CIS -
A lot | Somewhat | A little | Not at all
Very Knowledgeahle ..........cccuireririiinninseneeeeeeeee e 31% 32% 13% 24%
KNOWIedgeahle ..o 31 40 11 18
Somewhat knowledgeable...........ccovevveireivincereee e 43 34 13 10
Not at al knowledgeable.............cccoovriiiiiniiiiiiiieceee 52 24 15 9

In gauging changes in knowledge, CIS was aso interested in determining to what extent
users perceived the information they received as new. Overall, regardless of their reason for contact, 41%
of users indicated that al or most of the information they received was new to them, 38% agreed that
some information was new, 12% said only a little of the information was new to them, and 9% reported
that none of the information was new (data not shown in tables).

322 Users' Perceived Changein Knowledge About Tobacco

Users who contacted CIS for themselves about trying to quit or cut back on using tobacco
were asked if the information they received from CIS changed the way they think about smoking or using
other forms of tobacco. Nearly three-quarters (71%) of the persons who contacted CIS about their own
tobacco use said that their contact with CIS changed their thinking (Table 9). While differences between
tobacco users either did not exist or comparisons were unable to be made due to insufficient cases, one
interesting finding emerged with regard to race/ethnicity. African Americans and Hispanics were more
likely than whites to report they thought differently about reducing or eliminating their use of tobacco
products after contacting CIS (87% and 87% vs. 65%).
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Table 9.—Per cent of ClStobacco contactsfor self (n=1,620) who reported a change in thinking
about tobacco following CI S contact, by selected characteristics: 2004

User characteristic Percent indicating CIS
changed thinking
TIOEBL ettt etttk bbbttt b et £ b bR e £ A A e R At £ b e R e RS E A A e R et £ ek e b e R e £ A b e R et £ ke be R et bt eRe et et ebaten 71
Level of education
HiQN SCROOI OF [ESS ...ttt ettt b e b et eb e bt b e e e b b e et e e bennenesbennnnen] 73
SOME COIBOR. ...ttt e et s et et s se e e s e s e e e et e saesessesens e e et e seeneesenaesessenessenensenennense] 71
College graduate OF NIGNEY ........coovcirice ettt se et sa e e ae e e e aenesseneeseneenenned s
Sex
FOMBIE. ... b et b ket n bbb en e ] 74
VAL ettt b bt A AR £ £ bR e A £ A bRt £ b e b e R e R e e A b e Re e ke be ke s e et be et bebete s eneteneneen ] 64
Age
20 NGO UNGEY ...ttt ettt ettt et be e ae b e e se s esese e e ebese ekt e b e s e ee e s e b e eE e e ebene e Rt e b eseeb e s ebenee st ebeseesesbesensensenene] 76
150 ettt bkt e h e £ b b e R e £ £ A e R e R e £ b e b e R e £ A A oA e e £ e b e b e Rt s A e A e R et et b e ke Rt et et e Re e s ebebane s eeae] 79
5280 ...ttt h bR e R bR £ R Rk SR b £ R R b e et b b st et s et nenene ] 62
B OF OLOEN ...ttt b et b s b b e bbb e bbbt enene ] s
Race/ethnicity
WWHIE, NON-HISPENIC ...ttt bbbt b ettt b b e 65
African AMErican, NON-HISPANIC ......cc.ceriiiiruirieiieieer ettt b e et b e b s b et be e sesbe e sbe e eneed 87
HISPDAIMIC ...ttt b e e he b b e b e s e et e b e e e st b e bt ne e e eb e s b e Rt e b e e ebe s enenb e e ebenneneerennenen ] 87
AT OB TBCES ...ttt h e et b et et e e bt et et ebeee e st b eneeb et ebese et abeneeneabeneesensenene] hs

FReporting standards not met; less than 30 unweighted casesin cell.
NOTE: Percents may not sum to 100 due to rounding and missing cases.

3.23 Knowledge About Clinical Trials

Cancer research and treatment is greatly advanced through clinical trias, which require
qualified and willing participants. By providing information about NCI’ s research program and services,
CIS actively promotes clinical trials. CIS disseminates clinical trials information in two important ways.
Persons who contact CIS and specifically request information on clinical trials are provided with their
desired information. In other cases, if a person contacts CIS about a subject related to clinical trials but
has not specifically requested this type of information, and the CIS Information Specialist believes the
user would benefit from receiving it, it isincluded in their discussion. In total, clinical trials information
was disseminated to 60% of persons contacting CIS for cancer information; 47% of users requested the
information, and 13% received clinical trials information at the discretion of the Information Specialist
(Figure 2). The active role CIS takes in disseminating clinical trials information is important because
53% of the 13% of users who did not request clinical trials information but did receive it, said that they
were unaware of clinical trials prior to their CIS contact (data not shown in table).
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Figure 2—Percent of all CIS userswho received clinical trialsinformation

Per cent
100 -
80 4
60%
60 4 e
y
40 -
20 4
13%
O - %
Solicited clinical trias Received unsolicited Total users who received
information clinical trialsinformation clinical trials information

NOTE: Standard errors for the reported percents are solicited clinical trials information 1.0; received unsolicited clinical trials information 0.8,
and total users who received clinical trials information.1.0.

3.3 ClSUsers Sdf-Efficacy

One important objective of CIS is to increase users self-efficacy with regard to
communicating with health professionals about cancer and cancer-related topics. The degree to which
this objective was met was measured by examining self-reports of changes in level of confidence
following CIS contact for three key measures of communication. First, all persons in the study were
asked to report on changes in their level of confidence regarding their ability to seek information about a
cancer-related topic and/or a tobacco issue, if applicable. Two additional questions were asked only of
specific groups. Users who contacted CI S for themselves and had previously indicated in the survey that
they had not been diagnosed with cancer were asked about changes in their level of confidence with
regard to understanding causes and/or risk factors for cancer. Those whose contact was for themselves
and who had been diagnosed with cancer were asked about changes in their level of confidence with
regard to actively participating in treatment decisions.
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The findings from the study indicate that the CIS contact was responsible for increased
confidence with regard to two of the three self-efficacy measures. Sixty-seven percent of all CIS users
reported that they felt more confident in their ability to seek information following their contact with CIS
(Table 10). In addition, 60% of those diagnosed with cancer and contacting for themselves reported
feeling more confident in their ability to actively participate in their treatment decisions, compared with
39% of that type of user who reported no change in their level of confidence. Forty-five percent of CIS
users who were not diagnosed with cancer reported feeling more confident in their ability to understand
the causes and risk factors for cancer. However, a small mgjority (54%) reported no more confidence in
ability following their CIS contact. Additional analyses were performed to examine whether this
difference was due in part to higher levels of cancer and tobacco-related knowledge prior to contacting
CIS or asmaller increase in knowledge from the contact. These analyses did not shed light on reasons for
the difference. Because the cause of cancer is not known and some contacts with CIS did not touch on
reasons or risk factorsfor cancer, an increase in confidence would not necessarily be expected.

Differences by user characteristics were found with regard to self-reports of changesin level
of confidence for each of the three self-efficacy measures. For example, those who were diagnosed with
cancer were more likely to report feeling more confident in their ability to seek information than those
who were not diagnosed with cancer (72% vs. 59%), and those with some college were more likely than
those with other levels of education to report this increased confidence (71% vs. 65% with high school or
less and 65% with a college degree or more). In addition, women were more likely to report feeling more
confident in their ability to seek information than were men (69% vs. 63%). Of note, 77% of Hispanic
users reported feeling more confident in their ability to seek information following their CIS contact, as
compared to whites (67%), African Americans, (64%), and users of all other races (64%). CIS userswith
a high school education or less were more likely than those with some college education to report no
change in level of confidence in their ability to seek information (34% vs. 28%), and African American
users were more likely than Hispanic users to report no change in confidence (35% vs. 22%).

The level of confidence of those not diagnosed with cancer in understanding the causes and
risk factors for cancer also varied by selected characteristics. College graduates were the most likely to
report no change in level of confidence following their CIS contact (61% vs. 51% of those with some
college and 52% with high school or less). Fifty-two percent of CIS users age 40 or younger reported
feeling more confident with regard to understanding causes and risk factors of cancer compared with 32%
of users age 61 or older. Hispanics were more likely than whites to report feeling more confident in their
ability to understand the causes and risk factors for cancer following their CIS contact (54% vs. 43%).
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Table 10—Effect of CIS contact on users’ level of confidence, by selected characteristics: 2004

User characteristic

Confidencein ability
to seek information®

Confidence of those not
diagnosed with cancer in
understanding causes/risk

factors for cancer

Confidence of those with

cancer in actively

participating in

treatment decisions 2

(n=24,540) (n=7,320) (n=6,390)
More | Same | Less More | Same | Less More | Same | Less
Total PErCent ......covveverveeercerreecenenes 67% 31% 1% 45% 54% ¥ 60% 3% ¥
Diagnosis
Diagnosed with cancer............cccceueee. 72 27 ¥ — — — 60 39 ¥
Not diagnosed with cancer................... 59 38 b 45 54 ¥ — — —
Cancer siteftype
Breast ..o 67 31 s 44 56 s 64 36 ¥
LUNG it 58 41 s 36 63 ¥ 52 47 ¥
Prostate 66 33 s ¥ ¥ # 62 38 #
Colorecta ............... 68 31 1 a4 ¥ # 58 42 #
Other cancer SIte(S).....cvvvveerrereeernenenens 61 37 b 43 57 ¥ 67 33 #
Not applicable/no cancer site specified 72 27 b 53 45 ¥ ¥ ¥ ¥
Level of education
High school or 1ess........ccccooeiieienene 65 34 ¥ 48 52 # 57 42 ¥
Some college ... 71 28 s 48 51 # 63 37 s
College graduate or higher................... 66 32 ¥ 37 61 ¥ 62 37 ¥
Sex
FEMAE....cooicceere e 69 30 b 46 53 ¥ 61 38 ¥
MELE ..ot 63 34 b 42 57 ¥ 60 39 ¥
Age
69 30 b 52 47 ¥ 66 34 #
66 32 s 48 52 # 56 44 s
68 30 s 44 54 s 69 30 ¥
65 33 s 32 67 s 56 42 ¥
Race/ethnicity
White, non-Hispanic ..........cccceveeeeenee. 67 31 b 43 56 ¥ 60 39 ¥
African American, non-Hispanic ........ 64 35 b 47 53 # 69 31 #
[ LS o o 77 22 b 54 ¥ ¥ ¥ ¥ #
All Other raCeS.......covvvevevieerrrererenanns 64 33 b ¥ ¥ ¥ ¥ ¥ ¥

—Not applicable.

FReporting standards not met; less than 30 unweighted casesin cell.

# Estimate is equal to O or roundsto 0.
1Asked of all users.

2Asked only of those contacting CIS for themselves.
NOTE: Percents may not sum to 100 due to rounding.

Among CIS users contacting for themselves who were diagnosed with cancer, little variation

by demographic characteristics occurred with regard to changes in level of confidence in actively

participating in treatment decisions. Only users between the ages of 51 to 60 were more likely than users

between the ages of 41 to 50 and those age 61 or older to indicate more confidence in their ability to

actively participate in their treatment decisions following their CIS contact (69% vs. 56% for each).
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34 User Satisfaction With CIS Service

Measuring the satisfaction of CIS users was a critical component of the evaluation. To
derive a full measure, respondents were asked about severa items relating to different dimensions of
satisfaction with the CIS. First, users were asked about their overall satisfaction with the Service. Next,
users reported on whether their expectations for the contact were met, exceeded, or not met. Third, they
were asked about their perception of the Information Specialist’ s knowledge; and finally, about their level
of trust in the information they received from CIS.

Nearly al CIS users (95%) reported being satisfied (35%) or very satisfied (60%) with the
service they received. Only 6% were dissatisfied or very dissatisfied (Figure 3 and Table 11). Those who
had contacted CIS for afriend or family member were more likely than those who had contacted CIS for
themselves to say they were very satisfied (64% vs. 56%). In addition, users who were diagnosed with
cancer or had a friend or family member who was diagnosed were more likely to report being very
satisfied than those contacting CIS about someone not diagnosed (62% vs. 57%). When looking at
satisfaction by each of the key reasons users contacted CIS, users who wanted help communicating with a
health professional were more likely than those seeking information about clinical trials to say they were
very satisfied (66% vs. 59%).

Figure 3.—CISusersreporting overall level of satisfaction with CIS contact: 2004

Dissatisfied or
very dissatisfied
6%

Satisfied
35% Very
satisfied
60%

NOTE: Standard errors for the reported percents are very satisfied 1.1, satisfied 1.1, dissatisfied or very dissatisfied 0.5.



Table 11.—Dimensions of satisfaction with CI S contact, by selected characteristics. 2004

Overall satisfaction Expectations
. Dissatisfied
User characteristic
very Satisfied or very Exceeded Met Not met
satisfied o
dissatisfied

TOtAl ..o 60% 35% 6% 30% 59% 12%
User type

Contacted for self.......ccooveveveveiiieeecenns 56 37 7 26 62 13

Contacted for family member or friend...., 64 31 4 34 55 11
Diagnosis

Diagnosed with cancer.........cccovvvevriennnnd 62 33 6 32 56 12

Not diagnosed with cancer............cccveven.n 57 38 6 25 63 12
Reason contacted CIS

Seeking information about tobacco. 61 34 ¥ 30 59 11

Seeking clinical trialsinformation..........., 59 35 6 31 59 10

Help communicating with a health

Professional ..o 66 31 ¥ 33 58 9

Other reasons for contact .........c.occeveveennend 54 37 9 23 60 17
Level of education

High school Or 1€SS ......ccvevvicicecereen 54 38 8 21 62 17

Some ColEgE ... 64 32 ¥ 31 60 10

College graduate or higher...........cccoceeei 62 33 5 35 55 10
Sex

FEMal....oecieee e 62 33 5 30 58 11

MalB...eieeeesece e 53 39 8 26 60 14
Age

40 and UNET ......oovvveeeereieesieesereee e 64 32 ¥ 37 55 8

A1-50.uc e 59 35 6 28 59 13

5160 et 58 36 6 32 56 11

[SX o 0] [ /= SRS 57 35 8 21 64 16
Race/ethnicity

White, Non-Hispanic .........cccceeveerienenienns 62 33 6 30 58 12

African American, non-Hispanic ............ 53 41 ¥ 20 65 14

HISPANIC ..ot 56 39 ¥ 36 57 ¥

All Other raCeS........ccovvvvvvevereveeeereerene. 52 41 ¥ 27 57 ¥

See notes on next page.
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Table 11.—Dimensions of satisfaction with CIS contact, by sdlected characteristics: 2004—

continued
K nowledge of information specialist® Trust in information?
User characteristic Very Knowledgesble or Somewhat
knowledgeble somewhat Alot or alittle
g knowledgeable
TOUEl . 52% 46% 83% 16%
User type
Contacted for Self........ooveiiriccce 51 47 81 17
Contacted for family member or friend...................... 54 45 84 15
Diagnosis
Diagnosed With CanCer..........ccceereeienieierenee e 53 46 82 16
Not diagnosed with cancer. 52 47 83 15
Reason contacted CIS
Seeking information about tobacco............ccocereeereee. 58 41 86 13
Seeking clinical trialsinformation...........cccceevveeeene. 53 45 82 17
Help communicating with a health professiond ........ 54 45 83 16
Other reasons for CoNtaCt ..........coevvrreeenirenecenreees 49 49 83 15
Level of education
High School OF 1€SS ..o 49 50 80 18
Some college........ocevvennne " 59 40 84 15
College graduate or higher 50 48 83 15
53 46 83 16
51 47 81 16
Age
40 8N UNDEY ...t 54 45 86 14
A150. i 51 47 83 15
L e O T PRSI 53 46 81 17
BL OF OlAEN ..ot 51 46 81 17
Race/ethnicity
White, NON-HispanicC ..........cccorreeeiennnecnreeeens 53 46 84 15
African American, non-Hispanic . 51 46 77 21
Hispanic............. . 63 36 82 ¥
All Other raCES.......ocueeeeeeececeeeec e 45 54 77 I

FReporting standards not met; less than 30 unweighted casesin cell.

Ynsufficient cases to report “not at all knowledgeable” category by user characteristics (less than 29%).
2Insufficient cases to report “not at all” category by user characteristics (less than 2%).

NOTE: Percents may not sum to 100 due to rounding.

Users who were very satisfied with CIS overall had higher education levels, were female,
and were younger. For example, users with some college (64%) and with a college degree (62%) were
more likely to report being very satisfied than were users with a high school education or less (54%).
Women were more likely than men to say they were very satisfied with the Service (62% vs. 53%). Level
of satisfaction was also related to age. Sixty-four percent of users age 40 and under reported being very
satisfied compared with 58% of users age 51-60 and 57% of users age 61 or older. In addition, whites
were more likely than African Americans and all other races to say they were very satisfied (62% vs. 53%
and 52%, respectively).
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341 CISUsers Expectationsfor Their Contact

All CIS users were asked whether the expectations they held about contacting CIS were met,
exceeded, or not met. On this measure, CIS also scored well. Fifty-nine percent said their expectations
were met and another 30% said the Service exceeded their expectations (Table 11). Similar to the
findings for overall satisfaction, this dimension of satisfaction varied by demographic group. Users who
contacted for a family member or friend were more likely to say the Service exceeded their expectations
(34% vs. 26%), which was also true for those who had a personal relationship with cancer compared to
those who did not (32% vs. 25%). Among CIS users who said that their expectations were met, little
variation was found based on whether they called for information on tobacco (30%), clinical trials (31%),
and assistance in communicating with a health professional (33%). Those who contacted the Service
seeking information not related to the three main topics of interest for CIS were the least likely (23%) to
have their expectations exceeded.

On this dimension, users who said their expectations were exceeded were more likely to be
educated, female, and younger. Specifically, the percentage of users who said their expectations were
exceeded increased with education level, ranging from 21% of users with a high school education or less
to 35% of those with a college degree or more. Women were more likely than men to say their
expectations were exceeded (30% vs. 26%). CIS users age 40 and under were more likely to report that
CIS exceeded their expectations when compared with those users age 61 and older (37% vs. 21%). whites
and Hispanics were more likely than African Americans to say their expectations for the contact with CIS
were exceeded (30% and 36% vs. 20%).

34.2 Knowledge of Information Specialist

Another dimension of satisfaction is perception of the CIS Information Speciaist’s
knowledge. Almost all users (98%) thought the Information Specialist was knowledgeable, including half
(52%) who said the Specialist was very knowledgeable (Table 11). Opinions varied by demographic
group. Users with some college education were more likely than those with both lower and higher
education levels to say the Specialist was very knowledgeable (59% vs. 49% and 50%). In addition,
Hispanic users were more likely than users of other racial/ethnic groups to think the Information
Specialist was very knowledgeable (63% vs. 53% of whites and 51% of African Americans).
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343 Trust in Information From CIS

CIS users had a high level of trust in the information they received from CIS, another
important dimension of satisfaction. Specifically, 83% said they trusted the information a lot compared
with 16% of users indicating they trusted it somewhat or alittle (Table 11). More educated and younger
users were more likely to say they trusted the information a lot. Eighty-three percent of CIS users with a
college degree or higher said they trusted the information a lot, compared to 80% of users with a high
school degree or less. Level of trust was also related to age, such that users age 40 and under were more
likely to report that they trusted the information alot (86%) than users age 51-60 (81%) and those 61 or
older (81%).

344 Satisfaction and M ode of Contact

The dimensions of satisfaction discussed above were also examined by user mode of contact
to ascertain whether those contacting CIS by LiveHelp or by telephone had different levels of satisfaction.
As Table 12 shows, the level of satisfaction across all the dimensions measured was essentially the same
for both groups of users. For example, 60% of users who contacted CIS by telephone and 64% of those
who used LiveHelp were very satisfied. For both modes of contact, 38% said the Service exceeded their
expectations, about half said the Information Specialist was very knowledgeable, and over 80% said they
trusted the information alot.

Table 12—Dimensions of satisfaction, by mode of CIS contact: 2004

. . . . Mode of contact
Dimension of satisfaction -
Telephone LiveHelp

= USSRt 100 100
Overall satisfaction

VENY SAUSHIEA ...ttt 60 64

SAISFIEA ..t bbbttt 34 33

Dissatisfied or VEry diSSatiSfi@.........ccccvrieireririnieireiee et seenas 6 s
Expectations

(o= =0 L= o [PPSR 38 38

1Y PP 56 55

[N L)1 1= S S SSSRP I I
Knowledge of information specialist

VEry KNOWIEAGEADIE ........oueceeieirieieese ettt ensesa e se e nsennene 53 49

Knowledgeable or somewhat Knowledgeable...........oeveiieineirincireeee e 46 49

Not at all KNOWIEAGEADIE.........ccueeeeirieicieeeses ettt saens 2 s
Trust in information

2 ) PR SSSUOP 82 86

SOMEWNEE OF @I ...ttt e r e e seeaesre e 16 I

NOE BE Bl ..ottt bbbttt h ettt be bt ettt e s 2 b

FReporting standards not met; less than 30 unweighted casesin cell.
NOTE: Percents may not sum to 100 due to rounding.
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345 Satisfaction and Self-Efficacy

The three measures of self-efficacy were also examined by overall level of satisfaction with
the CIS service. Increased self-efficacy was related to overall satisfaction with CIS. Among all CIS
users, those who reported feeling more confident in their ability to seek more information were more
likely than users who reported no change in their level of confidence on thisissue to report that they were
very satisfied with CIS overall, (71% vs. 37%) (Table 13).

The same pattern holds true with regard to confidence in understanding the causes and risk
factors for cancer and confidence in one's ability to actively participate in treatment decisions. For
example, among users contacting for themselves and not diagnosed with cancer, 65% of those who
reported feeling more confident in their ability to understand the causes and risk factors for cancer also
reported feeling very satisfied, compared with 47% who felt that their level of confidence had not
changed following their CIS contact. Among users diagnosed with cancer, 72% of those indicating that
they felt more confident in actively participating in treatment decisions reported being very satisfied with
CIS, while just 38% of those reporting no change in confidence did so.

Table 13—L eve of satisfaction with CIS contact by effect on level of confidence: 2004

Dissatisfied or
CIS affected users' confidencein: Very satisfied Satisfied very
dissatisfied

TOLA ... 60 35 5
Ability to seek information

IVIOF@ ..ttt ettt b e bt b e e st b e e b e e b e b et b et Rt e s e e e ne s 71 27 ¥

152 0L ST T U SUT TP PTPPRTPR 37 49 12
Under standing causes/risk factorsfor cancer®

VIO .ttt b et 65 34 ¥

SBIMIE.... ettt bbb et R Rtk e e R Rt R e e n e nenreene s 47 42 10
Actively participating in treatment decisions’

VIO .ttt h bbbt n bt 72 27 ¥

SAIMIE e 38 46 14

FReporting standards not met; less than 30 unweighted casesin cell.
Thisitem was asked of all users who were contacting for themselves and not diagnosed with cancer.
2This item was only asked of users who were contacting for themselves and reported being diagnosed with cancer.
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3.4.6 Satisfaction With CISMaterialsor Web Referrals

Overal, users who received web links or were mailed material were very satisfied with the
materia they received. Among CIS users who used LiveHelp, three-quarters (76%) said they received
links to web pages. Of those who received the links, over half (58%) were very satisfied with the links
they received and another 32% were satisfied. Among CIS users who called by telephone, 71% said they
were expecting to receive materials by mail from the Service, and the majority (94%) reported that they
did receive the material. Similar to those who received web links, 59% were very satisfied with the
mailed material and another 31% said they were satisfied. Only 2% said they were dissatisfied or very
dissatisfied with the material they received. Users gave a variety of reasons for their dissatisfaction,
including the perception that the material was not related to the reason they had called, they could not
understand the material, or they never received it (data not shown in tables).

34.7 Recommending or Recontacting CIS
In addition to assessing dimensions of satisfaction, users were asked whether they would
recommend the Service to others or contact the Service again themselves. Almost all (96%) of users said

they would recommend CIS in the future and/or that they would recontact CIS (Figure 4). Twenty-two
percent of users had already suggested someone they know contact CIS by the time of their interview.
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Figure 4—Percent of CI S usersrecommending CIS or saying they would contact CIS again: 2004
Per cent

100 1 96% 96%

80 4

60 -

40 4

22%

20 4

W

Userswho had aready recommended  Users who would recommend CISto  Users who would contact CIS again
CISto someone else someone elsein the future

NOTE: Standard errors for the reported percents are users who had already recommended CI S to someone else 1.0, users who would recommend
CISto someone else in the future 0.4, users who would contact CIS again 0.4.

35 I ntention and Behavior

Behavior change may be an important result of a contact with CIS, and the User Survey
addressed it in several areas. This impact of CIS on their users was measured through self-reports of
users intention and behavior with regard to communication with a health professional, changes in
tobacco use, and pursuit of clinical trials following their CIS contact. In order to increase the validity of
these findings, the intention and behavior questions were only asked of those contacting CIS for
themselves. First, users were asked to report on whether they intended to discuss or had discussed the
information they received from CIS with their doctor or health professional following their contact with
CIS. Smokers who contacted CIS for assistance in quitting or cutting back on their tobacco use were
asked about any changes they had made following their contact with CIS. Finally, users who received
information on clinica trials were asked about whether the information they received led them to seek
more information about clinical trials and whether they had determined or planned to find out their
eligibility to participate in clinical trials.
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351 Users' Behavioral Intention and/or Behavior Related to Communicating With Health
Professionals

Findings show that persons contacting CIS for themselves about either a cancer or tobacco
issue regarded the information they received to be valuable in discussions with their doctors or other
health professionals. In al, 71% indicated that the information they received from CIS had resulted in
positive intention or behavior change. For instance, 28% of users said they had discussed the information
they received from CIS with a health professional by the time of the survey, and another 43% said they
planned to have such a discussion (Figure 5 and Table 14). Of the 28% of users who had already
discussed the information with a health professional, 56% said the information helped them a lot, 31%
reported somewhat, 8% said a little, and 5% said the information they received did not help them at all
(data not shown in table).

Figure 5—CI S users contacting for themselvesreporting communication of information from CIS
with a health professional (n=3,230): 2004

Do not plan
to discuss
29%

Plan to
discuss
43%

Have
discussed
28%

NOTE: Standard errors for the reported percents are: plan to discuss 1.5, have discussed 1.6, and do not plan to discuss 1.4.
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Table 14—CI S userswho contacted for themselvesreporting communication with a health
professional (n=3,230), by selected characteristics. 2004

User characteristic Have Planto Do not plan
discussed discuss to discuss
TOLAL .o 28% 43% 29%
Diagnosis
DiagnoSed WIth CANCEY ........ccuiieiiiieeeie ettt st e b e 37 42 21
NOt diagN0SEd With CAINMCES ........cirieieiiieeerieereee e et 20 43 36
Cancer siteftype
BIOASE .....vvttet ettt bbb bbb bbbt 33 42 26
Lung..... 16 43 41
Prostate......... 29 51 ¥
Colorectd ................. s ¥ s
Other canCer SIte(S)....covvvereerereeiereeneeerennes 18 36 46
Not applicable/no cancer Site SPECITIEA..........coiieiiririire s 35 44 22
Level of education
HigN SCROOI OF [ESS.....eeeeeeie ettt ettt bbb 26 46 28
SOME COIHBGR. ...ttt b et a e b et b n ek e e b nne 27 43 30
College graduate OF NIGNEY .........ccociiie e 32 39 29
Sex
FEMEIE. ..o 29 42 29
MBIE . 27 46 28
Age
30 43 27
32 42 27
29 43 28
25 43 32
Race/ethnicity
WhIte, NON-HISPENIC ...ttt 28 42 30
African American, NON-HiSPaNIC .........oveuiiriririeiirieiees s 25 49 27
HISPANIC 1.t bbbttt 40 40 b
AL OtEN FACES ... 34 40 ¥

FReporting standards not met; less than 30 unweighted casesin cell.
NOTE: Percents may not sum to 100 due to rounding and/or missing values.

Twenty-nine percent of users contacting for themselves said they did not plan to further

discuss the information they received with a health professional. When asked, users gave a variety of

reasons for not planning to talk with a doctor or health care professional (data not shown in table). Many

simply said that they did not perceive a need to discuss the information they received. Some users

reported they did not plan to discuss the information because they did not have cancer, did not have health

insurance, or were not currently receiving medical treatment. A few said they were confirming

information they already received from their doctor and further discussion was not warranted. Others said

they needed to get more information before they would be willing to have a discussion with a health

professional.
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Discussion of information received from CIS with a health professional varied by some user
characteristics. Those diagnosed with cancer were more likely than those not diagnosed to have already
talked with their doctor or another health professional about the information they received from CIS (37%
vs. 20%), and Hispanics (40%) were more likely than whites (28%) or African Americans (25%) to report
having had a conversation with their doctor or health professional by the time of the interview.

Some groups of users were less likely than othersto report having discussed CIS information
with a health professional or more likely to say they did not intend to further discuss this information.
Persons age 61 or older were less likely than persons age 41-50 to have had a conversation with their
doctor or health professional about the information they obtained from CIS (25% vs. 32%). Persons who
contacted CIS about lung cancer were less likely than those contacting about an issue related to breast or
prostate cancer to say that they had discussed the CIS information with a doctor or health professional
(16% vs. 33% and 29%), and they were more likely than those contacting about breast cancer to say they
did not plan to discuss the information they received with a doctor or health professional (41% vs. 26%).
Thisis likely due to the promotion of the National Lung Cancer Screening Trial (NLST), which required
that eligible participants not be diagnosed with cancer. Also, persons not diagnosed with cancer were
more likely than those with cancer to say they did not plan to discuss the information they received (36%
vs. 21%).

352 Smokers Behavioral Intention and/or Behavior Change

CIS was particularly effective among users contacting CIS for themselves in influencing
positive intentions and behavioral changes for ways to quit or cut back on smoking or using some other
form of tobacco. When asked about specific changes they had made following their contact with CIS,
14% reported that they had quit smoking, 35% had cut back, and 45% indicated that they planned to quit
or cut back in the future (Figure 6). Among smokers who reported already cutting back on their tobacco
use, nearly all (96%) reported that they planned to quit. Of these, 40% indicated that they had set a quit
date (Figure 7).

Smokers who reported making a change in their tobacco use since their contact with CIS
were asked whether the suggestions from CIS helped them to quit, cut back, or plan to quit or cut back on
smoking. Eighty-four percent reported that the suggestions from CIS did indeed help them to make a
tobacco-related changein their lives (data not shown in tables).



Figure 6.—Effects of CIS contact on smoking-related behaviorsand intentions: 2004

B Other change in tobacco use

0 Have not made any changes
Quit smoking

O Cut back smoking

W Plan to quit or cut back smoking

45%

NOTE: Standard errors for the reported percents are: have not made any changes 1.4, quit smoking 2.4, cutback smoking 3.3, and plan to quit or
cutback smoking 3.7.
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Figure 7—Effect of CIS contact on smoking-related intention: 2004

Per cent
100 -

99%

80 -
Plan to quit

60 -

40 -

20 1 /40 Set quit date
0 /

NOTE: Standard errorsfor the reported percents are: plant to quit smoking 1.8 and set quit date 3.0.

353 Users Behavioral Intention and/or Behavior Related to Clinical Trials

The findings clearly indicate that CIS influenced both the intention and behaviors of users
who either contacted CIS for clinical trials information or did not explicitly contact CIS for that type of
information but received it through the course of the contact. Of those contacting for themselves and
receiving clinica trials information, 39% reported that following their CIS contact, they had inquired
about their digibility to participate in clinical trials (Table 15). Of those who had not yet inquired about
their dligibility, 83% indicated that they planned to do so. Interestingly, the findings varied by only one
user characteristic; those not diagnosed with cancer were significantly more likely to report that they had
inquired about their eligibility to participate in clinical trials following their CIS contact than were users
who said they had been diagnosed with cancer (46% vs. 31%). Again, thisislikely due to the promotion
of NLST; 52% of those who were not diagnosed with cancer inquiring about their eligibility to participate
in trials were contacting CI S for information about NLST.
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Table 15.—Percent of Cl Suserscontacting for themselves who received clinical trialsinformation
(n=5,530) reporting specific behavior or intention regarding eligibility for clinical trials,
by selected characteristics. 2004

. Inquired about dligibility to Have not inquired but plan to
User characteristic L . - . ey
participate in clinical trials find out if eligible
Total contacting for self receiving clinical triadsinformation............cccocveveee. 39 83
Diagnosis
Diagnosed With CANCE .......ccccvvieireiee e 31 85
Not diagnoSed With CANCEr .........cvevveereieereeseerese e 46 81
Level of education
High SChOOI OF 1€SS......uiiiieceeee e 41 87
SOME COIBGE. ...ttt 36 80
College graduate or higher ..o 37 81
Sex
FEMBIE ...t 37 83
MBIEL e 42 84
Age
s 81
s 87
50 79
44 86
Race/ethnicity
White, NON-HISPANIC ......cvevieiirieieiiiieieiere e 40 83
African American, non-Hispanic b 84
HISPANIC ..ot ] s b
Al OthEr FACES ...cvvir e ¥ ¥

FReporting standards not met; less than 30 unweighted cases in cell.

The small percentage of users who stated that they had no intention of inquiring about their
eigibility to participate in clinical trials were asked about their reasons (data not shown in tables). Most
commonly, respondents could not articulate a reason and said simply they did not want to. Others said
they needed to get more information first. A few respondents said they “did not want to be a guinea pig,”

“didn’t know what to do,” or “where to look.”®

Among CIS users who inquired about their eligibility to participate in a clinical trial
following their CIS contact, 4% reported that they were dligible to participate in a clinical trial, and
amost half reported that they had actualy enrolled in a clinical trial (data hot shown in tables). The
small percentage of users who were eligible but had not enrolled were asked their reasons for not
enrolling in atrial.’® Again, reasons varied greatly; however, a common response was that they did not
perceive a need or benefit to enrolling in atrial. Personal inconvenience was the second most common
reason for not enrolling in a trial; some people said they were too busy, while others said they lived too

° There were 34 unweighted cases in which users indicated no intention to inquire about their eligibility to participate in clinical trials.
10 There were 48 unweighted cases in which users indicated they were eligible to participate in aclinical trial but had not yet enrolled.
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far away or did not have transportation. Others said they were not eligible to participate because they
weretooiill or too healthy.

All users who contacted CIS for themselves and received information about clinical trials
were asked whether their CIS contact had led them to seek more information about clinical trials. Nearly
half of users (49%) reported that this was the case (Table 16). Of these, persons age 40 and under were
more likely than those ages 61 or older to seek additional information (57% vs. 45%). The remaining
51% who had not sought additional information about clinical trials were asked to report on their reasons
for not seeking more information. While the responses varied greatly, the most commonly cited reasons
were that they did not have enough information, had not read the information they received, or were
unaware of how to follow up after their CIS contact. The next largest group of respondents said they
were not interested in finding out more about clinical trials. Other frequently mentioned responses
included “haven’t had a chance to talk with a doctor,” “not sure trial is available,” “not eligible to
participate,” “personal inconvenience,” “comfortable with current treatment,” and “no perceived need.”
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Table 16.—Percent of Cl Suserscontacting for themselves and receiving infor mation about clinical
trials (n=8,040) who sought mor e information about clinical trialsdueto CI'S contact:

2004
User characteristic Percent
B 1o = OSSOSO TSSOSO SO U PO POPRTRTTPTOTOROON 49
53
50
52
COIOTECLAL ...ttt b et bbbt e e bt b b bt e ettt e bbb e et s et enene ] 12
OFNEX CANCEY SITE(S). 1. veueererrererrererresteesteseetereeestesessesseseseeeeseseesessesessesesesseseesessesessesessensesesseseesensnsessesessensesessesensed 49
Not applicable/no cancer Site SPECITIE.........c.oviuiiirrice e
Level of education
High school or less. 50
SOME COIHBGR. ...ttt b e et b et b et bt e et e b e e b e bt b e st e b et eb e sb et ebe e e besbesesbe e ebeneeneana] 48
College graduate OF NIGNEY ..........c ittt bt s b e b e b e be e e e 50
Sex
FEIMBIE ...ttt bt e ae b e e R e R e R e A e e b e e R e Re e R e £ e At A e R e A e e R e A et e b e e Rt et ene e e e eneneenis 47
VT8I .ttt bbbk e £ b A e Rt R oA £ e R e A e R £ A e e e h e AR SR e e R e R £ e AL A e RE A e e eE e eE e Rt e be e Rt beneeee e eneneenis 54
Age
20 NGO UNGEY .....eeeteeeiesteeeie ettt sttt be e et b e e e se s esese e e ebese e st e b e s e ee e s eb e eE e e ebese e Rt e b eseeb e s ebeneeneebensesesbenensensenene] 57
ATB0 bt e R R R e R e Rt R £ e R e e ae R e e R e Rt Rt eh e e R e e s e R e R e neeebe e e e n e nenreerenne e 49
L3 LU P PSSP UR VR PRRSOPRPRORON 47
B OF OlOEN ...ttt ettt b et b etk e b e e et eb e se e Rt e b e s e e b e s e b e e A e e e b e e e e Rt b e R e eE et eb e nE et ebe e e Re et ene st e e eneneeneane] 45
Race/ethnicity
WWHIE, NON-HISPENIC ...ttt bbbttt b ettt e b b ne e 49
African American, NON-HISPANIC .........cueiiiriiiiiiri ettt ns et b b e 53
HISPANIC ...ttt bbbttt bkttt r b e e s ] b
AL OB TBOES ...tttk h ekttt ettt E kbt e et e b b e nd bt en e h bt ne et et ansn b e e nrnn e b

FReporting standards not met; less than 30 unweighted casesin cell.
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3.6  Respondent’s Summary Comments

At the conclusion of the survey, respondents were asked if they had any additional questions
or comments. Nearly one-third of respondents (n=773) provided additional comments and oftentimes
their main purpose for doing so was to express their appreciation for the assistance they received from
CIS. Examples of the type of comments mentioned by respondents include the following:

CISshould continue doing what it’s doing.

CIS has super people who go the extra mile. These people put a personal touch on the

information. The user leaves the conversation confident that she has received the necessary

information.

ClSisawonderful service. It informsand encourages many people to take action who
otherwise wouldn’t know where to begin.

Glad | called becauseif | hadn’t | probably would not have quit smoking. | have
recommended the service to my husband.

They (CIS) were able to answer any question | had.
Respondents also identified areas in which they felt CIS excels. They mentioned a wide
range of areas of success including courtesy, knowledge and professionalism, compassion and

understanding, confidentiality, thoroughness, and responsiveness. Summarized comments that reflect
these particular attributes include the following:

= Usersare made apriority and are never rushed.

» CISInformation Speciaists listen to the user and try to understand the situation, thereby
ensuring all questions, even the questions the user didn’t know how to ask, are addressed.

= CISInformation Specialists are able to empathize with users and offer hope.

= Users appreciate having someone to talk to without being concerned with persona
consequences.

= Little or no waiting for materials.

» Usersare confident that they have received and understand all pertinent information.

= Usersremember the CIS number years after using it.

Some CIS users also identified growth opportunities or expressed areas where they did not
feel their needs had been met fully. In some cases, users were disappointed by their perception that CIS

lacked detailed treatment/trials information for their specific condition. Others expressed having a sense
of “What's next?’ and wished that CIS could provide follow-up services, especialy in instances where
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they felt overwhelmed by the amount of information and preferred to have it spread out over a number of
contacts with CIS. Still other users felt CIS should be aware that not all users have access to a computer
or that the information on the www.cancer.gov web site was considered by some to be better than

information provided by telephone. Some respondents reported that being asked to participate in a survey
during a stressful time was insensitive.

Some users also provided concrete suggestions for ways in which CIS could provide more

resources, increase their visibility, and increase the interpersona service provided. Their suggestions
included the following:

* Provide alist of resources for uninsured/underinsured. Many treatments are not covered
by insurance plans.

* Promote service morein doctors’ offices and elsewhere to increase visibility of service.

= CISemployees should provide their name to increase personal connection.
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4. CONCLUSIONS AND RECOMMENDATIONS

41 Characteristics of Users

Overal, some patterns emerged with regard to user characteristics for this study. In general,
more than half of all CIS users contacted CIS for information about themselves and just under two-thirds
of all users were either diagnosed with cancer themselves or contacting for a friend or family member
who had been diagnosed. Of those calling for information for a friend or family member, many reported
that this person had been diagnosed with cancer. Nearly all users contacted CIS by telephone using 1-
800-4-CANCER or the Quit Line 1-877-44U-QUIT, athough a small percentage contacted the Service
via LiveHelp, CIS' online service. An even smaller group of users said that they contacted CIS using
both modes. The most common reason for contacting the CIS was to obtain information about clinical
trials and the most common cancer site/type mentioned was breast cancer. Users also contacted the CIS
for information about tobacco and for help communicating with a health professional.

CIS users were typicaly white, female, and had either attended some college or had a
college degree or higher level of education. Three-quarters of those contacting CIS were female and the
same proportion said they were white. African Americans were the second largest racial/ethnic group
followed by Hispanics and all other races. Two-thirds of users had either some college, were a college
graduate, or had a higher level of education and the remaining third had a high school education or less
than a high school education.

4.2 Satisfaction With CIS

Overwhelmingly, persons who contacted CIS by telephone or the LiveHelp online service
expressed satisfaction with the service they received and with CIS itself. Greater levels of satisfaction
were found among those with higher levels of education and self-efficacy, females, persons age 40 or
under, and whites. Nearly all users said they would recommend CI S to someone else in the future, and an
equal number said they would recontact the Service if they had other questions.

Satisfaction was also measured in reports from user experience on three dimensions:
whether user expectations were met, user’s level of trust in the information they received, and how users
rated the knowledge of the Information Speciaist with whom they communicated. Most CIS users said
their expectations for their contact were met or exceeded, and about four-fifths said they had a high
degree of trust in the information they received. Overwhelmingly, users said that they thought that the
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Information Specialist who handled their inquiry was knowledgeable, and a little over half said the
specialist was very knowledgeable.

Even though CIS users' reports of overall satisfaction and the three satisfaction dimensions
were quite high, the percent of users who reported the highest ratings for two of the satisfaction
dimensions was lower than the percent of CIS users who gave the highest satisfaction rating overall. CIS
users' level of education and, to alesser degree, age and race/ethnicity influenced their satisfaction. Fewer
persons with a high school education or less felt their expectations for their CIS contact had been met and
that the Information Specialist was very knowledgeable. It is possible that the content being provided by
CIS is more complex or the presentation more sophisticated than appropriate for less educated users
resulting in their slightly lower reports of satisfaction. Greater attention to the needs of less educated
users may further raise CIS users overal satisfaction with the Service and specifically increase the
likelihood that their expectations for their CIS contact are met.

CIS users age 40 and under and Hispanics were the most likely to report the highest level of
satisfaction regarding their expectations for their contact with CIS and the Information Specialists
knowledge. This survey assessed satisfaction among users, but did not collect information on the reasons
for why users felt satisfied or dissatisfied. Therefore, additional research would be needed to determine
the source of users higher satisfaction levels and reasons for why satisfaction differed by user
characteristics.

4.3 CISUsers Knowledge About Their Reason for Contact

An overal goal for CISisto serve as a source of information and education about cancer and
the User Survey findings show that CIS was successful in increasing knowledge about cancer and tobacco
among about three-quarters of users. Nearly half of persons described themselves as only somewhat
knowledgeable about cancer or tobacco prior to their contact and two-fifths also reported that their
knowledge had increased “a lot” following their CIS contact. Persons who were more likely to believe
their knowledge increased a lot were younger (age 40 and under), had some college education, and had a
relationship to cancer. The oldest users (age 61 or older) were more likely than users age 40 and under to
report being very knowledgeable prior to contacting CIS. Seniors may aready know the information that
CIS was providing or felt less prepared to learn new information. Results indicate that CIS has been
particularly effective in increasing users knowledge about cancer and tobacco for many groups, but
targeted efforts may be needed to effectively enhance CIS' educational reach to seniors.



Users' perceived knowledge about cancer or tobacco prior to and after their CIS contact also
appeared to be influenced somewhat by their education level. College graduates were more likely than
persons with other levels of education to report being very knowledgeable or knowledgeable prior to
contacting CIS. Persons with a high school education or less were more likely than college graduates to
believe their knowledge had increased a lot, due in part because they perceived themselves to be less
knowledgeable prior to contacting CIS. However, those with some college were most likely to report that
their knowledge had increased a lot. It may be that the information received was beyond easy
comprehension for those with the lowest education levels while those with some college had enough prior
knowledge about cancer or tobacco to understand and use the information they received. Perhaps CIS
could more effectively educate users who are at either end of the education spectrum by tailoring
conversations and materials to address the different knowledge levels of their various audiences.

4.4 CISUsers Self-Efficacy

CIS users were asked about their self-efficacy with regard to their confidence in performing
three key behaviors. All users were asked whether their contact with CIS changed their confidence in
seeking more information about a cancer- and/or tobacco-related topic. Undiagnosed users were asked
about changesin their confidence in understanding the causes and risk factors for cancer. Cancer patients
were asked if they felt more confident in their ability to actively participate in decisions about their
treatment following their CIS contact.

Increases in users’ confidence were found for all three self-efficacy indicators measured in
this study. Two-thirds of CIS users felt they were more confident in seeking information about cancer
and/or tobacco. CIS was most effective at increasing confidence to seek more information among those
highly educated users, females, younger persons (ages 40 and under), and Hispanics. Younger users were
also more likely than the oldest users (61 or older) to say they were more confident about their
understanding of the causes and risk factors for cancer, while the oldest users were more likely than other
all other age groups to say their confidence had stayed the same. More research is needed to determine
why confidence to perform these three behavioral indicators following their CIS contact varies by
education, sex, age, and race/ethnicity.

While there may be opportunities for CIS to increase users confidence in seeking cancer
information, the finding that about one-third of users said their confidence was the same following their
CIS contact does not necessarily indicate a lack of success on CIS part. Users who were aso asked
guestions about their confidence to perform other behaviors, reported similar levels of confidence in their
ability to actively participate in treatment decisions and, to a lesser degree, confidence in understanding
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the causes and risk factors for cancer. About one-third of users did not have a persona relationship to
cancer and a quarter of all users contacted CIS for areason other than tobacco, clinical trias, or assistance
in communicating with health professionals. It is possible that those who reported no change in their
confidence to perform these three behaviors may not have felt these actions to be salient or needed.

45 I ntention and Behavior

CIS successfully influenced users' intentions and behaviors related to cancer or tobacco use.
Nearly three-quarters of CIS users reported that they had used the information they received from CIS to
have a conversation with their health professional or they indicated that they plan to do so. A little over
half of users who had aready talked to their health professional said the CIS information had helped them
alot. CIS was also particularly effective in influencing smokers' positive intentions and behavioral
changes related to their tobacco use. Nearly all smokers reported having quit, cutback, or planned to quit
or cutback on smoking. Almost all smokers who had aready cutback said that they planned to quit. It
appears that those contacting CIS for smoking cessation assistance may have already committed to
reducing or eliminating their tobacco use and their contact with CIS was effective in helping them achieve
their goals. These results bode well for program goals of providing proactive smoking cessation
counseling to smokers who want to quit and for reaching out to smokers who are contemplating changing
their tobacco use, but have not yet made a decision to do so.

Persons who received information about clinical trials also reported positive intentions and
behaviors following their CIS contact. A little more than one-third of users reported that they had
followed up to inquire about their eligibility to participate in clinical trials and four-fifths of those who
had not yet inquired about their eligibility intended to do so. A small group of users did not intend to find
out if they were eligible for a trial; some of whom said they needed more information. Nearly half of
users who contacted CIS for themselves and received information about clinical trials said that their
contact had led them to seek more information about clinical trials. Y ounger users were more likely than
those ages 61 or older were more likely to seek additional information. People who did not plan to seek
additional information frequently said that they did not have enough information, had not read
information they received, or were unaware of how to follow up after their CIS contact. While CIS is
active in providing clinical trials information, there may be opportunities to more effectively provide
users with the knowledge or resources to inquire about their eligibility to participate in clinical trials or
continue their information-seeking after their CIS contact.

Few differences were found among users with regard to their intentions or actions to make
healthful behavioral changes. Those with a personal relationship to cancer (self, friend or family member
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diagnosed) were more likely than those with no personal relationship to cancer to have discussed the
information they received from CIS with their doctor or another health professional. Persons contacting
CIS about lung cancer were less likely than those contacting for other cancers to have discussed the
information they received with a health professiona since their contact with CIS, and they were more
likely to say they did not intend to do so. Hispanics were more likely than persons of other races or
ethnicities to have aready spoken with a health professional about the CIS information they received.

46 Variations by Characteristics of Users

In addition to differences in examining the User Survey results by the key areas of expected
impact on users, such as their increased cancer knowledge, some interesting variances were found by
selected user characteristics. The following sections present the patterns that emerged.

46.1 Persons With and Without a Relationship to Cancer

CIS was effective in providing information to users with a personal relationship to cancer.
In comparison with persons with no relationship to cancer, patients or persons contacting CIS about a
friend or family member with cancer were more likely to say their contact with CIS had significantly
increased their knowledge. They were more likely than persons with no relationship to cancer to use the
information they received in their CIS contact to have a conversation with their doctor or ancther health
professional. They also reported that they felt more confident in their ability to seek more information.
Approximately the same proportion of users with and without a personal relationship to cancer said they
were satisfied with the CIS, and more persons with a personal relationship to cancer said they were very
satisfied. It may be that the relevance of cancer in their lives sparked more in-depth and salient
interaction with the Information Specialist. Whatever the case, CIS appears to be most effective with
those who most need its services.

While persons with no personal relationship to cancer also rated the Service very highly and
reported many positive effects following their CIS contact, findings indicate that these users, representing
alittle over one-third of al users, may have needs that could be more adequately addressed by CIS. As
mentioned above, they reported lower levels of increased knowledge following their CIS contact and they
were more likely to say that their knowledge had not increased at al. It is possible that persons not
affected by cancer are less experienced health information seekers and may be less sophisticated in
formulating questions or understanding the information they received. In turn, this may contribute to
their lowered sense of confidence in seeking more cancer information than persons with a personal
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relationship to cancer. It may also be true that the types of questions asked by persons with no
relationship to cancer are less often within the bounds of CIS mission than inquiries made by cancer
patients and their family members or friends. CIS could examine their service model and consider
whether the needs of information seekers who are not affected by cancer are being served as effectively as
those with a personal relationship with cancer.

4.6.2 Race/Ethnicity

CIS effect on users knowledge, confidence, or intention to perform specific behaviors and
their satisfaction with the service provided was fairly consistent across racial and ethnic groups, although
a few differences were noted. Whites were more likely than African Americans to say they were very
satisfied, and African Americans were more likely than whites to say they were dissatisfied or very
dissatisfied."*

On several dimensions, Hispanic users were more positive about CIS than those of other
racial/ethnic groups. A little over half of Hispanics reported their knowledge had increased a lot
following their CIS contact, while just over one-third of whites said this. They were more likely than
those in other racia or ethnic categories to report feeling more confident in seeking information about
cancer; they aso felt more confident than whites about understanding the causes and risk factors for
cancer. Hispanics were more likely than persons of other races or ethnicities to have already spoken with
a health professional about the CIS information they received. Given that CIS has not undertaken
consistent efforts to specifically target the Hispanic community as cancer information seekers, the extent
of positive responses from this group is notable. To capitalize on its success within this community, CIS
could seek participation in initiatives such as the current effort underway to introduce a cancer message
on Telemundo, atelevision network targeting Spanish-language consumers.

4.6.3 Age

Y ounger users, those age 40 or under, were less likely than the oldest group of users (age 61
or older), to report being very knowledgeable prior to their contact with CIS. They were more likely than
the older group to say that their contact with CIS had increased their knowledge a lot, and they aso felt
more confident in their ability to seek additional cancer or tobacco information. With regard to overall
satisfaction and the dimensions of satisfaction measured in this study, younger users were more likely

1 This finding must be considered with some caution as only 6% of all users said they were dissatisfied or very dissatisfied and the number of
African American users (n=16) who felt thisway was very small.
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than older users to report that they were very satisfied, that their expectations for their contact had been
exceeded, and that the Information Specialist who assisted them was very knowledgeable. Clearly CISis
succeeding in increasing the knowledge of younger users; however, more assistance may be needed for
older adults who aready felt very knowledgeable prior to their contact and did not feel that their CIS
contact had increased their knowledge or provided them with greater confidence or understanding. More
research with older adults is needed to reveal how CIS can serve them more effectively.

46.4 Education

Level of education was found to influence many study outcomes of interest. Broadly
speaking, better educated users reported more positive outcomes on a range of satisfaction dimensions.
College graduates and persons with some college were more likely than persons with a high school
education to report being very satisfied with their CIS contact and that they trusted the information they
received a lot. They were more likely than persons with other education levels to report that their
expectations had been exceeded. College graduates also reported being more knowledgeable in advance
of their CIS contact and were less likely than persons of other education levels to report more confidence
in understanding the causes and risk factors for cancer, perhaps because they already felt confident in the
cancer knowledge.

Persons with a high school education not only reported the lowest levels of knowledge prior
to their CIS contact, they also were more likely to report being dissatisfied with their CIS contact or to
report negative study outcomes. While the percentage of users who were dissatisfied or very dissatisfied
with their CIS contact was very small (6%), persons with a high school education were more likely than
those with higher levels of education to report that they were dissatisfied with their CIS contact. With
regard to the various satisfaction measures included in this study, those with high school educations were
least likely to report that their expectations for their contact had been exceeded or that the information
they received was trustworthy. They were more likely than those with some college to report fegling less
confident in their ability to seek additional cancer information following their CIS contact. Although
satisfaction levels were very high and many positive outcomes were found in this study overall, more
efforts may be needed to target persons with lower education levels to effectively meet their information
needs and empower them to become more confident in adopting healthful behavioral changes. Again,
more research could be conducted to understand why those with less education were less satisfied.
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4.6.5 Reason for Contact

Characteristics of users differed according to their reason for contact. Users contacting for
information about tobacco were typically calling for themselves, were not diagnosed with cancer, were
age 50 or younger, were more likely to have a high school or less education, and compared with all CIS
users, were more often African American or Hispanic, although most tobacco users were white.
Conversely, respondents contacting CIS for clinical trials information were nearly equally contacting for
themselves or for a family member or friend, had a personal relationship to cancer, were more likely to
have a college degree or higher level of education, were an older population (age 51 or older), and did not
vary with regard to race when compared to al CIS usars. Of those contacting CIS for help
communicating with a health professional, they were more often contacting for themselves, had either
been diagnosed with cancer themselves or had a family member or friend who was diagnosed, typically
had at least some college or more, were age 60 or younger, and did not vary from all CIS users with
regard to race/ethnicity.

Tobacco users differed from other CIS users in that they were more likely to not have a
personal relationship to cancer, and to be younger or less well-educated. While findings did not show that
tobacco users were less satisfied than other types of users overall, persons with no personal relationship to
cancer and those who were less well-educated were |ess satisfied with the Service. CIS may want to keep
these user characteristics in mind in considering how to refine efforts for providing cancer information
and resources and smoking cessation support to tobacco users.

4.6.6 Summary

Results from the 2003 User Survey illustrate that persons who have contacted CIS for
cancer- or tobacco-related information derived many benefits from the interaction. Overall, CIS users
were satisfied with their encounter and felt that their information needs were being met. These positive
reports reflected many favorable impacts for users including increased knowledge about cancer and/or
tobacco issues, greater confidence in seeking additional cancer information, greater understanding of the
causes and risk factors for cancer, greater confidence in their ability to actively participating in treatment
decisions, and positive intentions and/or efforts to make healthful behavioral changes. The patterns in
these positive results have been described in the sections above. These patterns identify areas of strengths
and possible areas for improvements, and may even predict opportunities for CIS to allocate resources to
anticipate the public’ s future cancer information needs.
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As results from this chapter note, several opportunities exist from which CIS could benefit
from conducting additional research to determine the sources and reasons for differences found among
users with regard to their satisfaction with CIS, perceptions of their increased knowledge following CIS
contact, their confidence to perform healthy behaviors, and their intentions or actions related to reducing
or eliminating their tobacco use, seeking more information about or enrolling in clinica trias, or
communicating with a health professional about the information they learned from CIS.
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APPENDIX A:

SURVEY INSTRUMENT

A-1



A-2



CISUSER SURVEY 2003
Questionnaire Version 7

POST-CATI TESTING CHANGES, 2003
Nov 13, 2003

Hello, may | please speak with [NAME]?

My name is [NAME] and | am calling from Westat on behalf of the National Cancer Institute about an
evaluation we are conducting for the Cancer Information Service.

The study we are conducting is for the National Cancer Institute. A few weeks ago, you agreed to share
your thoughts about using the Cancer Information Service. The Service includes the 1-800-4-CANCER
number, the Quit Smoking Line, and the cancer.gov web site. [IF NEEDED: The Quit Smoking Line
telephone number is 1-877-44-U-QUIT.] I'd like to talk with you now about your experience with the
Service. Your participation in this study is voluntary and will not in any way affect the information or
service you receive from the Cancer Information Service. Everything you tell me will be confidential and
you are free to end the interview at any time. If there are any questions you would prefer not to answer,
we can skip them. The interview will take about 10 minutes.

Do you have any questions before | begin the interview?
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First I'd like to ask about all cancer organizations that you may have contacted recently.

Al. Not counting times when you contacted the Cancer Information Service or the Quit Smoking Line,
in the past 30 days, have you contacted other cancer organizations or websites to find information

on acancer-related topic?

=T 1 (GO TO QA2)
N[ 2 (GO TO QA3)
REFUSED.....cooooreeeeeeseeeeeeeeeeeeeeeeeeeesssessen -7 (GO TO QA3)
DON'T KNOW.......oeeeeeeeeeeeeeeeeeeeessseseen -8 (GO TO QA3)

A2. What other organizations or web sites did you contact during the past 30 days? [CODE ALL
THAT APPLY.] [PROBE IF NEEDED: Other than cancer.gov, 1-800-4-CANCER, or the Quit

Smoking Line]
ORGANIZATIONS
AMERICAN CANCER SOCIETY ...ccooiieeieeeveeeseee et 1
AMERICAN LEGACY FOUNDATION......ccooieireeerieesieesieesiesesieeeees 2
AMERICAN LUNG ASSOCIATION .....ooviiriirieinieenieesieesieesie s es 3
CANCERGCARE..........ct ittt 4
NATIONAL ALLIANCE OF BREAST CANCER ORGANIZATIONS.. 5
NATIONAL COALITION FOR CANCER SURVIVORSHIP.................. 6
SMOKE STOPPERS........ccctititiirieinierisesesie s ssenessens 7
STATE QUIT LINE ..ottt 8
SUSAN G. KOMEN FOUNDATION......cccoiiieriereeeeeeese e see e see e 9
[ 1 OSSR 10
WOMEN’S CANCER NETWORK .......oootiiiirienienierieeeese e see e seenaenennens 11
Y-ME NATIONAL BREAST CANCER ORGANIZATION.........ccceenee 12
WEBSITES
MEDLINE PLUS.......coiiieieie ettt 13
ONCOLINK ... .ottt se e e se e nsenennens 14
SMOKEFREE.GOV ..ottt 15
WEBIMD ...ttt sttt 16
OTHER (SPECIFY) 91
REFUSED ..ottt -7
[0 N I S 1N [ S -8
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[For therest of this survey, | will only be asking about your experience with the Cancer Information
Service, either online at the cancer.gov web site or by phone at either 1-800-4-CANCER or by calling the
Quit Smoking Line at 1-877-44-U-QUIT.]

A3. During the past 30 days, did you access the cancer.gov web site?

N =T 1 (GO TO QA3A)
L0 T 2 (GO TO QA5)
REFUSED.......ovvveoeeeeeeeeeseeseseeeessssssseeseeees -7 (GO TO QAb5)
DON'T KNOW......orvveeeeeeeeeeeesseseeseeeesseee -8 (GO TO QAb5)

A3A. How many times during the past 30 days have you accessed the cancer.gov web site? Would you

ONCE, OF.uvvvevvvererirererererereressrsrerersrerererererererene 1
MOrethan ONCE?.....coeeeeeeeeeeeeeeeeeeeeeeee e 2
REFUSED.......ccoteeeeee et -7
DON'T KNOW...ooooviieiiieeteeieee e -8

A4. During the past 30 days, did you use the cancer.gov LiveHelp service to have an online conversation
about cancer or cancer resources?

N =T 1 (GO TO QA4A)
N[ 2 (GO TO QA5)
IS = WIS =0 S -7 (GO TO QA5)
DON'T KNOW.....coorernreeeeeseseseeeeeeeeessss -8 (GO TO QA5)

A4A. How many times during the past 30 days did you use the cancer.gov LiveHelp? Would you say...

ONCE, OF.uvvvevvvererirererersrererersrsrererererersrererersrene 1
More than ONCE?........ccouvevcveeieie e 2
REFUSED.......ccovi e -7
DON'T KNOW......cvieeeeeeie e -8

AS5. During the past 30 days, did you contact the Service using either their 1-800-4-CANCER telephone
number or by calling the Quit Smoking Line at 1-877-44-U-QUIT?

=T 1 (GO TO QABA)

L@ 2 (GO TO BOX AFTER QA5A)
IS = WIS =0 S -7 (GO TO BOX AFTER QABA)
DON'T KNOW.....coorermeeeeeeeeseeseeeeeeeeeesis -8 (GO TO BOX AFTER QABA)
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AS5A. How many times during the past 30 days did you contact the Service by telephone? Would you

(@ 0 Te7 T o T 1
MOrethan ONCE?.....coeeeeeeeeeeeeeee e eee s 2
REFUSED......oo oottt -7
DON'T KNOW....oooeiiiieeee e esiveee e -8

If QA3=2, -7, or -8 and QA5=1, go to Q6 (contacted by telephone only).

If QAS=1 and QA3=1 and QA4=3, -7, or -8, go to INTRO1A (contacted by telephone and cancer.gov
website, did not use LiveHelp).

If QAS=2, -7, or -8 and QA3=1 and QA4=1, read INTROB (did not contact by telephone, used
cancer.gov website and used LiveHelp).

If QAS=1, and QA3=1, and QA4=1, read INTROC (contacted by telephone, used cancer.gov website and
used LiveHelp).

If QAB=2, -7, or -8 and QA3=2, -7, or -8, go to CLOSEL.

If QAS=2, -7, or -8 and QA3=1 and QA4=2, -7, or -8, go to CLOSE1.

(CLOSE 1-Thank you very much for your time but we are only conducting this survey with people who
have contacted the Cancer Information Service by phone or through their LiveHelp service online.)

INTRO1A: For therest of the survey, please think only about your experience(s) using the telephone
service.

INTRO1B: For the rest of the survey, please think only about your experience(s) using the LiveHelp
service to have an online conversation about cancer or cancer resources.

INTROLC: For therest of the survey, please think only about your experiences using the telephone
service a-nd the LiveHelp service to have an online conversation about cancer or cancer resources.
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B1. Did you contact the Service to get information mainly for...
[IF FOR MULTIPLE PEOPLE, PROBE: Who would you say you were mainly calling for?|

[IF R STILL HAS DIFFICULTY CHOQOSING, PROBE: For the purpose of this survey, please answer
for only one person you are calling about.]

YOUFSET, o 1 (GOTOQB3)
afamily member, Of.......ccceovvivieinieeee 2 (GOTOQB2)
afriend? ... 3 (GOTOQB3)
REFUSED.......cccooiiiieiceeeee e -7 (GOTOQCY)
DON'T KNOW.....ociiiiiciircinreeeeneene -8 (GOTOQCYL)

B2. How is this family member related to you? [IF R HAS DIFFICULTY CHOOSING: For the
purpose of this survey, please answer for only one person you were calling about.]

HUSBAND ... 1
WIFE ... 2
PARTNER ..o, 3
FATHER. ... 4
FATHER IN LAW ..o, 5
STEPFATHER ..o 6
MOTHER ..o 7
MOTHER IN LAW ..o 8
STEPMOTHER.......ccooiiieee e 9
SON ..ot 10
STEPSON......ociiiiiiere e 11
DAUGHTER ... 12
STEPDAUGHTER.......ccoooiiniiiecee 13
BROTHER ..o 14
BROTHER IN LAW ..o 15
STEPBROTHER.......ccoiiiiriic 16
SISTER ..ot 17
SISTERIN LAW ... 18
STEPSISTER ..o 19
UNCLE.....c i 20
AUNT 21
GRANDFATHER ... 22
GRANDMOTHER.......cccoviriiineieiens 23
OTHER (SPECIFY) 91
REFUSED ..o -7
DON'T KNOW .....ooiiiiirinieeeeeees -8
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B3. (Haveyou/hasyour [RELATION/friend]) been diagnosed with cancer?

=T 1 (GOTOQB4)
Lo T 2 (GOTOQCL)
SIS UL =0 F -7 (GO TOQC1)
DON'T KNOW .o -8 (GO TOQC1)

B4. (Areyou/isyour [RELATION/friend]) currently receiving trestment for cancer?

YES. oo 1
NO o 2
REFUSED ..o -7
DON'T KNOW ..o -8
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C1l. People contact the Service for different reasons. | am going to read alist of some common reasons.

Please tell meif any of the following were reasons you contacted the Service.

Did you want information about tobacco or ways to quit or cut back on smoking or using other

kinds of tobacco, such as chew, spit, or snuff?

YES. e 1
NO e 2
REFUSED ..o -7
DON'T KNOW .....ooiiiiiriiinieneeeees -8

\ If QC1=1(respondent wanted tobacco information), ask QC1A.

C1A. Were you specifically seeking information about. ..
YES NO REF

a. waysto quit or cut back on smoking? 1 2 -7

b. waysto quit or cut back on using other kinds
of tobacco, such as chew, spit, or snuff?

c. other information about tobacco?

2 -7

1
1 2 -7

DK

-8

-8
-8

C2. Didyou want information to help you talk with a doctor or other health professional? [FOR
EXAMPLE, ONCOLOGIST, SURGEON, RADIATION THERAPIST, NURSE, MEDICAL

TECHNICIAN, SOCIAL WORKER, ETC|]

YES. ..o 1
NO e 2
REFUSED .....oociiiieeeeeeeeeeee e -7
DON’'T KNOW .....ooiiiiiriiineeeees -8

C3.  [When you contacted the Service] Did you want to talk about or confirm information you received

from a doctor or health professional ?

YES. oo 1
NO o 2
REFUSED ..o -7
DON'T KNOW ..o -8

C4. [When you contacted the Service] Did you want information about clinical trials such as screening,

prevention, treatment, or other types of trials?

YES. .. 1
NO o 2
REFUSED .....ocoiiiieeeeeeee e -7
DON'T KNOW ..o -8
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C5. Did you contact the Service for any other reason?

YES. ..o 1
NO e 2
REFUSED .....oooiiieeeeeeeeeeeee e -7
DON'T KNOW .....oooiiiiirininereeeees -8

C5A. What wasthat reason?

\ If QC4=1 (respondent called for information about clinical trials) goto D1. Else, go to QC6.

C6. When you contacted the Service, did you receive information about cancer clinical trials such as
screening, prevention, treatment, or other types of clinical trials?

YES. e 1
NO e 2
REFUSED ..o -7
DON'T KNOW ..o -8
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D1. Now I'd like to talk with you about your overall experience with the Service.

Think about what you expected or hoped to get from your contact with the Cancer Information

Service. Overall, were your expectations...

<. SRR 1
Exceeded, O .......coovvveveviceiecee e 2
NOt MEL? oo 3
REFUSED ... -7
DON'T KNOW ....ovieitieeceeecee e -8

D2. Ingeneral, would you say the (person/people) you worked with (was/were)...

Very knowledgeable, .........ccooeveeeivinennee. 1
Knowledgeable, ........cccovvveveieeececeee 2
Somewhat knowledgeable, or...................... 3
Not at all knowledgeable?.............ccoceenee. 4
REFUSED .....ccooiiiiiinneeresee e -7
DON'T KNOW ..o -8

D3. At thistime, how much do you feel you can trust the information that you received? Do you feel

you can trust the information...

AN Lo ) PR 1
SOMEWNEL, ..cooeeeeeeeeeeeee e 2
AT O 3
NOtat Al? ..o 4
REFUSED ... -7
DON'T KNOW ....oviiitieeceie et -8

D4. Overdl, how satisfied are you with the Service? Would you say that you are...

Very satisfied,.....ccvvvvievienece e 1
SatiSfied, .o 2
DiSsatiSfied, OF ....evveeeeeeeeeeeeeeeeeeee e 3
Very dissatisfied? ......cooevvvieiceneneieeene 4
REFUSED .......ooovieiecee e -7
DON'T KNOW ...t -8

\ If QA4=1 (used LiveHelp), ask QD5. Else, goto QD7.
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D5. Earlier you told me that you had accessed the cancer.gov LiveHelp service to have an online
conversation about cancer or cancer resources. During your LiveHelp discussion(s), did you
receive any links to web pages for cancer information?

N S 1 (GO TO QD6)
L0 T 2 (GOTOQDY)
REFUSED ...ovvoooeeeeeeeseeeeeseeeesessseseeessssesenes -7 (GOTO QDY)
DON'T KNOW ..o -8 (GOTO QDY)

D6. How satisfied are you with the links you received? Would you say you are ...

Very satisfied,....cocvvvievenece e 1
R (S < o I 2
DiSsatiSfied, OF ....evveeeeeeeeeeeeeeeeeeee e 3
Very dissatisfied?......ccocvvveveivcceirciee, 4
DID NOT ACCESSLINKS.........ccovevurenen. 5
REFUSED ......ooooieeeeee e -7
DON'T KNOW ....ccveieeiiecieceeceecee e -8

D7. Following your contact(s), were you expecting to receive any materials by mail from the Service?

N S 1 (GOTOQD70V)
L0 T 2 (GO TOQD10)
REFUSED ...ovvoooeeeeeecseseeeseeeeseseseseeesseseseees -7 (GO TO QD10)
DON'T KNOW ..o -8 (GO TOQD10)

YES. oo 1 (GOTOQDS)
NO s 2 (GOTOQD10)
REFUSED ..o -7 (GO TO QD10)
DON'T KNOW ..ot -8 (GO TO QD10)
D8. Overdl, how satisfied are you with the materials you received by mail? Would you say that you
are...
Very satisfied, ... 1 (GOTOQD10)
SIS, ... 2 (GOTOQD10)
Dissatisfied, O .......ccoeovveeniiicneseee 3 (GOTOQDY)
Very dissatisfied? ... 4 (GOTOQDY9)
HAVE NOT READ MATERIALS............. 5 (GO TOQD10)
REFUSED .......cooiiiiicnccseesees -7 (GO TO QD10)
DON'T KNOW ..ot -8 (GO TO QD10)
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D9. Why areyou dissatisfied with the materials? (CODE ALL THAT APPLY.)

NOT RELATED TO REASON | HAD CALLED.......ooeoveeeerereereeccrrene 1
DIFFICULT TO UNDERSTAND w...cvvvcoeeeeeeeeesessseeesseseseeseessssseseeseene 2
DID NOT RECEIVE ALL MATERIALS REQUESTED........vevvvvee. 3
OTHER (SPECIFY) 01
REFUSED ...ooevvvvceeseeeeesessseesseseooeseeesesessesesesessessessseessseeeseemesesseeseeesoeee 7
DON'T KNOW ..o seeeessessseeesssesesssseessesssessseesssssseessssssseeseeees -8

D10. Since you last contacted the Service, have you suggested that someone you know also contact the

Service?
Y ES. it 1
NO oot 2
REFUSED .....ooeeeeeeeee e -7
DON'T KNOW ... -8

D11. Inthefuture, do you think you would recommend the Service to someone el se?

YES. oo 1
NO o 2
REFUSED ......ccoiiiiiiiic -7
DON'T KNOW ..o -8

D12. Inthefuture, if you have other questions, would you contact the Service again?

YES. oo 1
NO e 2
REFUSED ..o -7
DON'T KNOW .....ooiiiiiriiieceeeees -8

D13. Before your contact(s) with the Service, how would you describe your knowledge about
[(cancer)/(and) (the harmful effects of tobacco)]? Would you say you were...

Very knowledgeable, .........ccoooveoiiiinne. 1
Knowledgeable, ..o 2
Somewhat knowledgeable, or...................... 3
Not at all knowledgeable?............ccocene.e. 4
REFUSED .....ccoooiiieieieeeesene e -7
DON'T KNOW ....oooiiiririenineniesiesee s -8
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D14. Do you fedl that your contact(s) increased your (cancer knowledge)/[(knowledge about (cancer
and) the harmful effects of tobacco)]...

AT, i 1
SOMEWNEL, ..coeeeeeeeeeeeeeee e 2
A TG OF e 3
NOtat al? veeeeeeeeieee e 4
REFUSED ... -7
DON'T KNOW ...ttt -8

D15. How much of the information you received during your contact(s) with the Service was new to
you? Would you say...

All or Most Of it, ...veveveiiiieccee e 1
SOME OF It v 2
AN Of It, OF e 3
NONE Of It2. e 4
REFUSED ...ttt -7
DON'T KNOW ...ovviitieeceeecee e -8

If QB1=1 and QCIA (QSMOKE) = 1 or QCIA (QUITTOB) = 1 (contact for self and contact about
quitting smoking or quitting other form of tobacco), go to E1. Else, go to box after QES6.
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TOBACCO USER RESPONDENTSONLY

E1. Earlier you said that one of the reasons you contacted the Cancer Information Service at either the 1-
800-4-CANCER number or the Quit Smoking Line was to get information about [ways to quit or cut back
on smoking (and)/ways to quit or cut back on tobacco use such as chew, spit, or snuff]

If QC1A (QSMOKE) = 1 and QC1A (QUITTOB) = 1, read:
For these next questions, please think only about quitting or cutting back on smoking.

Which of the following best describes your decisions about (smoking/using tobacco)? Would you say

that before you contacted the Service you had...

Already qUItL, ....ooveeeeeeeeeecee e 1 (GO TO QE5)
Already cut back, .........ccooveeiiiiiiiee 2(GOTO QE2)
Wanted to quit or cut back but hadn’t

doneit YEt, O c.oocvecevceececeee e, 3 (GO TOQE2)
you had not yet made adecision?................ 4 (GO TOQE2)
OTHER (SPECIFY) ..o 91 (GO TO QE2)
REFUSED .....ccooiiiiiriireee e -7 (GO TO QE2)
DON'T KNOW ..ot -8 (GO TO QE2)

E2. 1'dliketo ask about any changes you might have made since your contact with the Service. Since

your contact, have you...

Quit (smoking/using tobacco), ...........ccceeeee 1 (GOTOQE5)
Cut back on (smoking/using tobacco), or.... 2 (GO TO QE3)
Are you planning to quit or cutback on

(smoking/using tobacco)............cccerveeneee 3 (GOTOQE49)
HASNOT MADE ANY CHANGE............ 4 (GOTOQE3)
OTHER (SPECIFY) ..o 91 (GO TO QEJ3)
REFUSED ..ot -7 (GO TO QES6)
DON'T KNOW ..ot -8 (GO TO QES6)

E3. Do you plan to quit (smoking/using tobacco)?

YES. oottt 1 (GO TO QE4)
NO o 2 (GO TO QES6)
REFUSED .....ccooiiiiiriireneresee e -7 (GO TO QES6)
DON'T KNOW ..ot -8 (GO TO QES6)
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E4. Haveyou set adateto quit (smoking/using tobacco)?

YES. ..o 1
NO o 2
REFUSED .....ooceiiieeeeeeeeeeee e -7
DON'T KNOW ..o -8

E5. Did the suggestions from the Service help you (plan to) (quit/quit or cut back)?

YES. ..o 1
NO e 2
REFUSED .....oociiiieeeeeee e -7
DON’'T KNOW .....oooiiiiiriiineceeees -8

E6. Did the information you received from your contact with the Service change the way you think
about (smoking/using tobacco)?

YES. ..o 1
NO e 2
REFUSED .....oociiiieeeeeeeeeeee e -7
DON’'T KNOW .....oooiiiiiriiineceeees -8

If QC4=-1 (called for information about clinical trials), or if QC6=1 (received information about clinical
trials), go to F1INTRO.
Else, if QB1=1 (calling for self), goto QF9. If Q6?1 (calling for someone else), go to QF13A.
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If QB1=2 or 3 (contacted for family member or friend and QC4=1 (called for information about clinical
trials), go to QF13A.

TREATMENT AND CLINICAL TRIAL RESPONDENTSONLY

FINTRO. Earlier you said that you (contacted the Cancer Information Service to get information about
clinical trials such as screening, prevention, treatment or other types of trials|/received information about

clinica trials such as screening, prevention, treatment, or other types of trias, from the Cancer
Information Service).

If QB1=1 (contact for self) and QC4=1(called for information about clinical trials), go to QF2. Else,
continue with QF1.

F1. Before you contacted the Cancer Information Service, were you aware that clinical trials were
available as an option for some people?

YES. ..o 1
NO e 2
REFUSED .....oociiiieeeeeeeeeee e -7
DON'T KNOW .....oooiiiiirinineneeeees -8

If QB1=1 (contact for self), continue with QF2. Else, go to QF13A.

F2. Has the information you received from the Cancer Information Service led you to seek more
information about aclinical trial?

=T 1 (GOTOF3)

Lo T 2 (GO TO QF5)
SIS UIS =0 F -7 (GO TO QF5)
DON'T KNOW .o ssesesee -8 (GO TO QF5)

F3.  Haveyou found out whether or not you are eligible to participate in aclinical trial ?

=T 1 (GO TO QF30V)
Lo T 2 (GO TO QF4)
SIS UIS =0 F -7 (GO TO QF4)
DON'T KNOW .o -8 (GO TO QF4)
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F30V. Wereyou digible?

YES. oo 1 (GO TO QFb)
NO s 2 (GOTOQF9)
REFUSED ..o -7 (GO TO QF9)
DON'T KNOW ...t -8 (GO TO QF9)
F4. Do you planto find out if you are eligible for aclinical trial ?
YES. oo 1 (GOTOQF9)
NO s 2 (GOTOQFY)
REFUSED ..ot -7 (GO TO QF7)
DON'T KNOW ...t -8 (GO TO QF7)

F5.  What are the reasons you have not looked into clinical trials? [PROBE: Any other reasons?}
HAVEN'T HAD A CHANCE TO TALK WITH DOCTOR......cccooiirereriininieresiereeeseenes 1
DON'T WANT TO ittt se e ss e e bt ene s 2
DON'T WANT TOBE A GUINEA PIG ..ottt 3
NOT SURE TRIAL ISAVAILABLE ... 4
POSSIBLE BAD SIDE EFFECTS......cooiiiicieieieieienie et 5
FINANCIAL STRAIN/CHILD CARE........cciiiiiiiiintcisretsees et 6
INFORMATION TOO TECHNICAL ...ttt 7
FAMILY NOT SUPPORTIVE ...ttt 8
NO EVIDENCE | WOULD BENEFIT ..ottt 9
DOCTORS MORE CONCERNED WITH SCIENCE THAN PATIENTS........cccccvnvee. 10
NOT ELIGIBLE TO PARTICIPATE . ..ottt 11
HEALTH INSURANCE DOESN'T COVER COSTS.......cccooinienieenieresieseeee e 12
OTHER (SPECIFY) 91
REFUSED ..ottt en et -7
DON'T KINOW ...ttt sttt ettt e e e e bt en e e -8

| Goto QF9.

F6. Haveyouenrolledinaclinical trial?

YES. e 1

(GO TO QF9)
2 (GOTOQF8)

OTHER (SPECIFY) 91 (GO TO QF9)
SIS UIS =0 J -7 (GO TO QF8)
DON'T KNOW .o seesesee -8 (GO TO QF8)
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F7.  What are the reasons you do not plan to find out? [PROBE: Any other reasons?|
HAVEN'T HAD A CHANCE TO TALK WITH DOCTOR ......cccooiiririiinieieneeesreeeeeens 1
DON'T WANT TO ittt 2
DON'T WANT TOBE A GUINEA PIG ...t 3
NOT SURE TRIAL ISAVAILABLE ...t 4
POSSIBLE BAD SIDE EFFECTS......ciciiiiiieeeretnee et 5
FINANCIAL STRAIN/CHILD CARE........ocoiiiieeeeseesees e 6
INFORMATION TOO TECHNICAL ...ttt 7
FAMILY NOT SUPPORTIVE......ociiiiiiiiiieeetsecese et 8
NO EVIDENCE | WOULD BENEFIT ....coociiiiiiiieicireeeseesese s 9
DOCTORS MORE CONCERNED WITH SCIENCE THAN PATIENTS.......cccccecenvee. 10
NOT ELIGIBLE TO PARTICIPATE......oiiiiiiiitetcesret s 11
HEALTH INSURANCE DOESN'T COVER COSTS........cocoooniiniinieieseeeeseeesnee s 12
OTHER (SPECIFY) 91
REFUSED ......cootiticee ettt ettt bt et e e b et en s -7
DON'T KNOW ..ottt ettt et -8

| Goto QF9.
F8. What arethe reasons you have not enrolled in aclinical trial? [PROBE: Any other reasons?]

HAVEN'T HAD A CHANCE TO TALK WITH DOCTOR........cccociiiiieieieiseeene 1
DON'T WANT TOiiiiiieniiee et 2
DON'T WANT TOBE A GUINEA PlIG......oooiiireiiieee e 3
NOT SURE TRIAL ISAVAILABLE ... 4
POSSIBLE BAD SIDE EFFECTS. ... 5
FINANCIAL STRAIN/CHILD CARE ..ottt 6
INFORMATION TOO TECHNICAL ..ot 7
FAMILY NOT SUPPORTIVE ... 8
NO EVIDENCE | WOULD BENEFIT ..ot 9
DOCTORS MORE CONCERNED WITH SCIENCE THAN PATIENTS........cccvvnee. 10
NOT ELIGIBLE TO PARTICIPATE.......oooiiiriiiiee e 11
HEALTH INSURANCE DOESN'T COVER COSTS........ccoiriinieeeeeeseenene 12
OTHER (SPECIFY) 91
REFUSED ..ot -7
DON'T KINOW ...t -8
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F9. Since your contact(s) with the Cancer Information Service, have you discussed any of the
information you received with adoctor or other health professiona ?

YES. oot 1 (GOTOQF12)

NO oo 2 (GO TO QF10)

REFUSED ......oooviiieiseeees e -7 (GO TO QF10)

DON'T KNOW ...t -8 (GO TO QF10)

F10. Do you plan to discuss any of the information you received with a doctor or other health

professional ?

YES. oot 1 (GOTOQF13A)

NO s 2 (GOTOQF11)

REFUSED ......oooviiieeeeeieee e -7 (GO TO QF13A)

DON'T KNOW ...t -8 (GOTO QF13A)

F11. What isthe main reason you don't intend to discuss this information with a doctor or other health

professional ?
NEED MORE INFORMATION ...ttt ssens 1
INFORMATION CONTRADICTS/CHALLENGES WHAT THE

DOCTOR TOLD ME ... .ottt ssenens 2
INFORMATION WAS NOT GOOD/NOT HELPFUL ......coviveieieeser e 3
DOCTOR ISTOO BUSY TO TALK ABOUT THIS DON'T WANT TO

BOTHER THE DOCTOR......cocoiiiieiiieiesieesie e seeie s ssesesaese e ssese s ssessssensssanens 4
NOT COMFORTABLE TALKING TO DOCTORS........ccoiirteesieresieseereseereseeessesesnens 5
CONFUSED ABOUT WHO TO DISCUSS INFORMATION WITH ..o 6
OTHER (SPECIFY) 91
REFUSED ..ottt sttt sttt sesse et e e e se e et e e esa s enenaenesaenensenes -7
DON'T KINOW ...ttt sttt et et et b et ese e esestesensens -8

| Go to QF13A.

F12. How helpful was the information you received in terms of talking with a doctor or other health
professional? Would you say it helped...

N o | PR 1
SOMEWNEL, ..cooeeeeeeeeeeeee e e 2
A TG OF e 3
NOtat @l?..eeeeeeieie e 4
REFUSED ... -7
DON'T KNOW ....oviiitieeeeie e -8
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F13A. Pleasetell meif your experience with the Service has affected your confidence in your ability to
seek information about (a cancer-related topic)/[(and) (tobacco)]? Would you say you fedl...

More confident, .......oeeeeeveeeeeeeeieeee e 1
Less confident, OF ....ooeeeeveeeeeeeeeeeeeee e 2
About the SamE?.......ccceeceviver e, 3
REFUSED ... -7
DON'T KNOW ....ooiiiieeeeie e -8

If QB =1 (calling for self) and QB3 =1(has cancer), go to QF13C. If QB=1 (calling for self) and
QB3=2, -7, or -8 (does not have cancer, or refused, or don’t know), ask QF13B. Else, ask QF14.

F13B. Regarding your ability to understand the causes of cancer or potentia risk factors for cancer,
would you say your experience with the Service has made you fed!...

More confident, ........ccoeveveeeiveeiiie e 1
Less confident, OF ......ccceeeevvceeeeecvcieeee s, 2
ADbOUL the SAME? ... 3
REFUSED ...t -7
DON'T KNOW ..ot -8

F13C. Regarding your ability to actively participate in (your/your RELATION’S) treatment decisions,
would you say your experience with the Service has made you fedl ...

More confident, ......cc.ceeveeeervcveee e, 1
Less confident, OF ......coeeeveeeeeeeecee i 2
ADbOULt the SAME? ... 3
REFUSED ... -7
DON'T KNOW ....ooiiiieeeeeecee e -8

Go to F14.

F14- Those are dl the questions | have for you. Do you have any questions or comments?

YES, HASCOMMENTS,......cccooiviiiiene 1
NO, HASNO COMMENTS.........cccccvrieene 2
COMMENTS:

Y our feedback on the Cancer Information Service will be very helpful and | would like to thank you very
much for your time.
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APPENDIX B:

WESTAT INTERVIEWER AND CISINFORMATION SPECIALIST

RECRUITING SCRIPT
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2003 CISUSER SURVEY
CONFIDENTIALITY SCRIIPTSFOR WESTAT INTERVIEWERS

LIVE PERSON SCRIPTS

“ Can we say that National Cancer Instituteis calling?”

YES- (GO TOINTRO 1)
NO — (GO TOINTRO 2)
INTRO 1

Use if alive person (not the respondent) answers phone and when respondent is asked for, the
person asks, “Who may | say iscalling?’ and we have okay to say that NClI is calling.

My name is [NAME] and I’'m calling from Westat on behalf of the National Cancer
Institute about an evaluation we are conducting for the Cancer Information Service.

INTRO 2

Use if alive person (not the respondent) answers phone and when respondent is asked for, the
person asks, “Who may | say is calling?’ and we do not have okay to say that NClI is calling.

My name is [NAME] and I’'m calling from Westat, a social science research firm, about
an evaluation we are conducting.

If the live person (not the respondent) asks for additional information, provide the following
information.

Thisis an evaluation about an information service [ NAME] contacted recently.

ANSWERING MACHINE MESSAGES

‘If the need arises, do we have your permission to leave a message about the Cancer Information
Service Survey?’

YES-MESSAGE, OKAY TO MENTION NCI (GOTOINTRO 3)
YES-MESSAGE, DO NOT MENTION NCI (GOTOINTRO 4)

NO -MESSAGE DO NOT LEAVE MESSAGE
INTRO 3

Read if an answering machine is reached and respondent has indicated it is okay to say NCI is
calling.

I am calling for [NAME]. This is [NAME} calling from Westat, a research firm in the
Washington, DC area. We are calling about an evaluation we are conducting on behalf
of the National Cancer Institute’'s Cancer Information Service. We will call back within
the next day or two. If you would like to set up a time for us to call you back, please
contact Westat's toll-free number 1-888-807-5917 and give your name, telephone
number, and the date and time you would like to be called. Thank you.
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INTRO 4

Read if an answering machine is reached and respondent has indicated it is not okay to say NCI
iscaling.

| am calling for NAME]. Thisis[NAME} calling from Westat, a social science research
firm in the Washington, DC area. We are calling about an evaluation we are conducting.
We will call back within the next day or two. If you would like to set up atime for usto
call you back, please contact Westat's toll-free number 1-888-807-5917 and give your
name, telephone number, and the date and time you would like to be called. Thank you
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CISRECRUITING SCRIPT

The National Cancer Institute is evaluating this Cancer Information Service by contacting about
2,500 (callers/users) to ask their opinions. Y our thoughts are important and will help improve the
service provided to people like you. If you agree to participate and you are randomly selected
from the group of volunteers for the survey, you will be contacted within the next 30 days by an
independent research firm.

The 10 minute interview is voluntary and strictly confidential. Neither names nor telephone
numbers will be associated with answers, and all results will be reported as a whole. Also, names
and telephone numbers will not be disclosed to any individual or organization. May we include
you?
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APPENDIX C:

CISELECTRONIC CALL RECORD FORM (ECRF)
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INTERVIEWER TRAINING MATERIALS
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CIS USER SURVEY INTERVIEWER DRAFT TRAINING AGENDA

DAY SESSION TIME LENGTH SESSION NAME INTERVIEWER/TRAINEE MATERIALS
1 1 9:00 - 9:30 30 min. Introd_uctlon/Background & Types of
Interviews
2 9:30 - 10:10 40 min. Interactive 1:Self, Cancer, Clinical Trial
Caller
10:10 - 10:25 15 min. Break
3 10:25 - 11:00 35 min. Interactive 2: Self, Tobacco User
4 11:00 - 12:00 1hr. Contact Procedures
12:00 - 12:30 30 min. Lunch
5 12:30 - 1:15 45 min. Sensitivity Session
6 1:15-1:40 25 min. Refusal Avoidance
7 140 - 2:10 30 min. Interactive 3: Calling for Family Member,
has cancer
2:10-2:25 15 min. Break
8 2:25- 255 30 min. Question & Answers, Inform.atlon Letter, Q & A's /Info.Letter/Problem Sheet
Problem Sheet, Intvr. Questions
9 2:55 - 5:00 2 hrs. 5 min Role Plays Role Plays (1-6)
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CISUser Survey
Sensitivity and Special Circumstances Involved in Interviewing
Respondents Dealing with Cancer -Related | ssues

October 23, 2003

I ntroduction

We are conducting a survey with people who have contacted the Cancer Information
Service (CIS) by calling either 1-800-4-CANCER or the National Cancer Ingtitute’'s Quit
Smoking Line (1-877-44-U-QUIT) or by visiting www.cancer.gov, then clicking on the LiveHelp

icon to have a live online conversation with an Information Specialist. The respondents for this
study have aready been asked to participate in the survey by the Cancer Information Service
have agreed to do so.

People contact the CIS for many different reasons, including the following:

* They have been diagnosed with or are being treated for cancer;

» A family member or friend has been diagnosed with or is being treated for cancer;

* They have symptoms of cancer and want to know what to do next;

» A family member or friend has just died from cancer and they need help coping
with the death;

 They would like to quit smoking or using tobacco and need information or
support; or

» They are seeking information on clinical trials.

As you conduct the interviews with people who have contacted the CIS, you will be
hearing these reasons, along with many others. You will be speaking with all types of people,
including the elderly, people who are sick, and people who are dying or fear that they may be
dying. It is because this survey is about cancer that you need to be especialy sensitive to the
people you speak with on the phone.



The purpose of this session is to make you aware of some situations you may face while
working on this project and to help you know how best to handle them. Before discussing
specific situations that you may encounter, we need to talk about your role as an interviewer for
this project.

Role of the Interviewer

As an interviewer, you must remember that your main role is to complete the survey with
the respondent. Of course, many experienced interviewers know that respondents will
sometimes make comments, provide lengthy answers to yes/no questions, share personal
information beyond what the survey is asking, and even ask the interviewer for advice or an
opinion. It is aways difficult to know how best to deal with these situations. However, when
you are dealing with a sensitive topic such as cancer, being prepared in advance with an
appropriate response is of the utmost importance. Such advance planning will help increase the

likelihood that you can complete an interview, even in a sensitive or difficult situation.

Your job is to conduct the interview. You are not a Cancer Information Specialist
(although some respondents may think you are), nor are you a therapist. Therefore, you must
never give advice of any kind to a respondent, even if he or she specifically asks you for your
opinion or advice. You also must never share your own personal experiences with the
respondent. This may be tempting because you may have been diagnosed with cancer yourself
or have had a family member or friend who has been diagnosed and you can relate to what the

respondent is going through.

For this study, the easiest and most appropriate way to avoid responding inappropriately
isto tell the respondent that you work for a research company called Westat, which NCI hired to
evauate the service that the respondent used. Then tell the respondent that the Cancer
Information Service is the most appropriate resource to answer their cancer-related questions or
provide cancer information. Give the respondent the CIS telephone number, 1-800-4-CANCER

and/or the NCI web site, www.cancer.gov (the number and web site are on your FAQ sheet), and

advise that he or she contact the Cancer Information Service for advice or information. The CIS



is staffed with Cancer Information Specialists who have had extensive training in dealing with

the cancer-related issues and questions that may arise during your interviews.

As previously mentioned, you will find that many of the people you contact will assume
that you work for the Cancer Information Service. This may be inconsequential in some
instances, for example, when you hear respondents make comments such as, “1 was so happy
with the information that you sent me,” or “I really found your service helpful.” In these cases,
you do not need to remind the respondent that you do not work for the CIS. At other times,

however, you must inform the respondent that you do not work for the CIS. These include:

*  When the respondent asks you for information of any kind regarding cancer;

*  When the respondent asks you for advice on a cancer-related topic;

* When the respondent asks for recommendations on specific facilities, doctors, or
treatments; and

*  When the respondent wants to discuss materials sent by the CIS.

Remember, when any of these situations occur, inform the respondent that you work for
Westat, a research company, provide the 1-800-4-CANCER telephone number or the
www.cancer.gov web site, and encourage the respondent to contact the CIS by phone or by

clicking the LiveHelp icon online and converse with a trained Cancer Information Specialist.
Doing this will guarantee that you are not providing inaccurate information to a respondent who
isin crisis and may need to speak with someone who has been professionally trained to deal with

guestions related to cancer.

Y ou are also encouraged to make neutral statements that let the respondent know that you
hear what he/she is saying and that you care. Since this survey is conducted over the telephone,
you are not able to provide the respondent with physical cues (such as nodding your head) to
indicate that you hear what is being said. Instead, you will have to provide verbal cues in the

form of neutral statements such as the following:

* “I'msorry for your loss.”



o ‘| see”
* “It soundslikeyou aregoing through alot right now.”
* “I'msorry you aredealing with thisdifficult situation.”

 “I'msorry tohear that.”

In addition, if it sounds like you need to provide the respondent with the CIS telephone number
or the NCI web site, you could say something like:

* “It soundslike you are trying to make some really tough decisions. | do not
work for the Cancer Information Service, but let me provide you with their
number. They will be happy to discuss these decisions with you. Their
number is 1-800-4-CANCER. You can also access their LiveHelp option

online by going to www.cancer.gov and clicking on the LiveHelp icon. May |

please ask you the next question on the survey now?”

Keep in mind that you never want to offer inappropriate reassurance such as, “I know how you

feel,” or “everything will be okay.”

Handling Respondents Physical, Emotional, and Relationship Difficulties

In order to be understanding and sensitive to the respondents in this survey, it is helpful
to understand some of the difficult issues that they may be facing. While these issues are very
real, they should not be obstacles preventing you from conducting your interview. Each person
that we are calling for this study has aready given consent to participate in this evaluation and
has agreed to be interviewed.

Oftentimes, you may be speaking with respondents dealing with physical illness,
emotional issues, or relationship problems. Keep in mind that many respondents will be dealing
with some combination of all three issues. While your role as an interviewer is to conduct the

interview, you must always remember that your compassion and sensitivity to the respondents



situations are important for effective interviewing. Let’s talk now about ways in which you can

best handle sensitive situations that may arise during the interview.

Physical Illness

Some of the people you will interview have cancer and may be recelving treatment.
Treatment for cancer may involve surgery, chemotherapy, radiation, the use of drugs, and often a
combination of these methods. Cancer patients who are receiving treatment may feel very sick,
and you must convey an understanding of what they are going through. You may want to say
something like: “It sounds as though you have been through a lot.” Respondents may tell you
outright that they are tired, feeling sick, or need a rest. If this is the case, do not attempt to
complete the survey at that point. Schedule an appointment to call back at a better time. Before
ending your conversation, saying something like, “1 hope you will feel a bit better soon,” will let
the respondent know you care. In other cases, you will need to use your active listening skills
and best judgment for signs of fatigue, discontent, or illness. If you perceive arespondent is not

feeling well, offer to call them back later or on a different day.

Emotional |ssues

People who have been diagnosed with cancer, or who have a family member or friend
who has been diagnosed with cancer, typically experience awide variety of emotions. Y ou may
be talking to respondents who feel angry, scared, overwhelmed, shocked, stressed, anxious,
depressed, guilty, or lonely, or who are in denia regarding the diagnosis. These feelings are all
completely normal. You need to be prepared to deal with people who are going through any or
al of these emotions. For example, you may encounter a respondent who is having a bad day
and feels angry. Anger is a normal response to a crisis such as cancer, and it is often displaced
onto others, including you. Try to remember what a difficult time the respondent is going

through and do not take their angry comments personally. Saying “I see” or “It sounds like you



have been going through a very difficult time” acknowledges the respondent’s emotional state

and may help him or her feel more comfortable during the interview.

Y ou also may encounter a respondent who begins to cry during the interview. You may
need to politely and respectfully ask if he or she would like to continue or would prefer to be
called back at a better time. You need to be sensitive and to provide the respondent time to

recover so that the interview can proceed. A useful phrasein this situation might be ssmply:

* “Takeyour time.”

If you sense that the respondent seems emotionally overwhelmed and in need of support,

you may want to say something like:

e “You sound very upset. Let me give you the telephone number and the web
site address for the Cancer Information Service so you can contact them
when we're finished. They will be able to help you get through this” Then
provide the CI S telephone number and the web site address.

Relationship Problems

Accordingly, many respondents may be dealing with major changes in their relationships
or their roles in those relationships. For example, you may be conducting an interview with a
man whose wife has cancer, and he is dealing with the stress and uncertainty of handling many
of her customary roles (for example, child care or cooking). Generally, you will be talking to a
person whose spouse, parents, child, or close friend has been diagnosed with cancer. Or, your
respondent may be a cancer patient who has had to shift responsibilities to other family members
and feels guilty or inadequate for having to rely on other people. You may hear that a
respondent feels isolated from friends or family members, either because these individuals do not
know how to deal with the diagnosis and are acting awkwardly around the cancer patient. In

other cases, the patient may choose to isolate him/herself from friends and family for a variety of
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reasons. If a respondent indicates feeling isolated from others, suggest that he/she contact the
CIS to speak with an Information Specialist, and provide that information.

Summary

In summary, the people you interview will probably be cancer patients or family or
friends of people who have been diagnosed with cancer. These people may be experiencing a
variety of difficult issues, including physical illness, wide-ranging emotions, and changes in their
relationships. When talking with respondents who are going through difficult times, it is always
tempting as an interviewer to share your own personal experiences or provide advice in an
attempt to relate to the respondent. However, it is extremely important for this study that you do
neither. Instead, you can suggest that the respondent call the toll-free CIS telephone number 1-

800-4-CANCER or click on the LiveHelp icon at the www.cancer.gov web site and converse

with a Cancer Information Specialist who can provide information and support. Also, by making
appropriate and neutral statements, you can let the respondent know that you hear and care about

what he or sheis saying.

Listed below are some other ways that we can handle difficult or emotional respondents:

= Givethe respondent time to answer without pressure.

= Beattentive to signs of fatigue, illness, or distraction.

= For elderly respondents, speak slowly and loudly, repeat questions and
response categories if necessary, break questions down into smaller sentences,
reflect back what the respondent said to check for accuracy of what you heard,
and politely ask the respondent to repeat him/herself if necessary.

= Make neutral statements that let the respondent know you care, but never
provide advice, share your opinion, or offer inappropriate reassurance such as,
“1 know how you feel,” or “everything will be okay.”

= Providethe CIS 1-800-4-CANCER telephone number and/or the web site
when arespondent explicitly asksfor it or if you feel that a respondent may be
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seeking support or has cancer-related questions but has not specifically asked

for the number or web site.
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Discussion

Now let'stalk alittle more about this. ASK INTERVIEWERS THE FOLLOWING
QUESTIONS:

1. What are cuesthat might tell you that the respondent is having a hard timeor is
feeling uncomfortable during the telephone interview? How should you handle
this?

Possible examples: Quiver in voice, speaking more softly, tone of voice, sighing,

balking at certain questions, crying.

2. How do you respond to a respondent who says.

e “ljust don't know how | can take thisanymore. | don’t want to live anymore.”
Possible response: “ It sounds like you are going through a very difficult time. |
would like to encourage you to contact the Cancer Information Service and talk
with an Information Specialist. They can help you find ways to get through this.”

e “Thisismy only child, and she has leukemia.”

Possible response: “ It sounds like thisis a very difficult time for your family.”

* “l amdying and they don’t expect meto live through the year.”
Possible response: “ I’m sorry to hear that. This must be a difficult time for you.
Perhaps it would help to talk with a specialist from the Cancer Information
Service. | would be happy to give you that number or their web site address.”

* “Canyou tell me how to get more information on screening trials?
Possible response: | don’t have that information, but let me give you the phone
number and the web site address to the Cancer Information Service so you can
contact them when we are finished. They will be glad to provide you with this

information.”
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* “Do you have cancer?’
Possible response:  This survey is about your experiences with the Cancer
Information Service. | would like to ask you the next survey question so we can

be sure to capture your experience in using the Service.
3. What are some neutral statements that you have used before that were useful

when dealing with respondents who ar e going through a difficult time?

Interviewers discuss their own statements and get ideas from one another.
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CANCER INFORMATION SERVICE
USER SURVEY

DEFINITIONS AND COMMON NAMES OF CURRENT CLINICAL TRIALS

Clinical trials are research studies that involve people. Each study tries to answer scientific
guestions and to find better ways to prevent, screen for, diagnose, or treat a disease. Six types of
clinical trials are cancer screening trials, cancer prevention trials, cancer treatment trials, diagnostic trials,
supportive care trials, and genetic studies.

Screening trials study ways to detect cancer. They are often conducted to determine whether finding
cancer before it causes symptoms decreases a person’s chance of dying from the disease. These trials
involve people who do not have any symptoms of cancer.

Prevention trials study ways to reduce the risk or chance of developing cancer. Most prevention
trials are conducted with healthy people who have not had cancer. Some trials are conducted with people who
have had cancer and want to prevent the return (recurrence) of cancer, or reduce the chance of developing a
new type of cancer.

Treatment trials are conducted with people who have cancer. They are designed to answer specific
guestions about and evaluate the effectiveness of a new treatment or a new way of using a standard
treatment. These trials test many types of treatments, such as new drugs, vaccines, new approaches to
surgery or radiation therapy, and new combinations of treatments.

Diagnostic trials study tests or procedures that could be used to identify cancer more accurately
and at an earlier stage. Diagnostic trials usually include people who have signs or symptoms of cancer.

Supportive care trials (also called quality of life trials) explore ways to improve the comfort and
guality of life of cancer patients and cancer survivors. These trials study ways to help people who are
experiencing nausea, vomiting, sleep disorders, depression, or other effects from cancer or its treatment.

Genetic studies are sometimes part of another cancer clinical trial. The genetics component of the trial
may focus on how genetic make-up can affect detection, diagnosis, or response to cancer treatment.
People who patrticipate in these trials may or may not have cancer. The goal of these studies is to help
understand the role of genes in the development of cancer.

Names of Common Clinical Trials Currently in Progress (in alphabetical order):

ALTS (Autolymphocyte Therapy) Cervical Cancer Screening Trial
Beta Carotene Chemoprevention Trials

Breast Cancer Prevention Trial

Breast Cancer Prevention Studies

Chemoprevention

NLST (National Lung Screening Trial)

PLCO (Prostate, Lung, Colon, Ovarian)

Prostate Cancer Prevention Trial

SELECT (Selenium and Vitamin E) Prostate Cancer Prevention Trial
(STAR) Study of Tamoxifen and Raloxifene Trial
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ALLEVIATING SUSPICIONS/FEARS I

What's this study about?

The purpose of the survey is to evaluate the Cancer Information Service, a free public service of
the National Cancer Institute. People can contact trained CIS Information Specialists by calling
1-800-4-CANCER, the NCI Quit Smoking Line at 1-877-44-U-QUIT, or by clicking on the
LiveHelp icon on the www.cancer.gov web site. NCI is interested in learning about people’s
experiences with the CIS to help improve their service to the public.

| called to quit smoking; I didn’t call the Cancer Information Service.

The Cancer Information Service provides information about quitting smoking and other
forms of tobacco to people who call their 1-800-4-CANCER telephone number and the
NCI Quit Smoking Line (1-877-44-U-QUIT). We are interested in learning about your
experience in learning more about ways to quit smoking or using tobacco.

I'm not interested. | don’t want to buy anything.

If I may take just a minute or two of your time to explain a bit about this important
evaluation sponsored by the National Cancer Institute. I’'m not selling anything. This
study is being conducted to gather information about the experiences of people who
contact the Cancer Information Service.

How do | know the survey is legitimate? How do | know that you are really an interviewer
for this survey?

If you wish, you may speak to my supervisor now, or | can give you a toll-free 800
number to call at your convenience. The number is: 1-888- 807- 5917. (TRC Toll-Free
Number)

How do | know you will keep this information confidential?

We are required by law not to reveal any information except to persons directly involved with the
study. Additionally, we are required to sign a statement of confidentiality regarding all
information provided by respondents. No individual responses or information that would permit
the identification of any individual will be released or published. Your hame will not be reported
with any of the information you provide.

| had a bad experience recently with someone taking a survey, so | don’t think | want to
participate.
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I'm sorry that your experience was a bad one. However, this is an important evaluation effort,
and we hope to make your contact with us pleasant. By participating in the study, you will help
us to learn more about the experiences of those using the Cancer Information Service. This is
your chance to be heard.

I think this whole business is stupid. The money for this study could be spent more
wisely, etc., etc.

DO NOT ARGUE WITH THE RESPONDENT. SIMPLY MAKE SHORT NEUTRAL COMMENTS
TO LET THEM KNOW YOU ARE LISTENING.

MAKE A COMMENT SUCH AS: “As a government service, the Cancer Information Service is
accountable to the taxpayers. Your opinions are very interesting and your answers will be
important for the survey. Let's start now.” [ASK THE FIRST QUESTION]

Why are you calling me? Who else are you calling?

How did you get my name/number?

Your name and telephone number were provided to us by the Cancer Information Service.
When you contacted them during the last 30 days, you were invited to participate in this
evaluation.

Who are you calling for this survey?

The Cancer Information Service is interested in hearing feedback from people who have used
their Service in the past 30 days. The survey will be conducted with a variety of people,
including cancer patients, family members or friends of people with cancer, and people seeking
information about tobacco or ways to quit smoking or using other forms of tobacco. The survey
will be conducted with a random sample of 2,500 people who have contacted the Cancer
Information Service.

Why was your number blocked on my caller ID?

We do not block our number. However, sometimes, local telephone carriers do not display
numbers from outside the calling area. We are calling from Maryland.
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Why don’t you call someone else?

It's important that we talk with you because rules governing the way scientific research samples
are selected do not allow us to replace you with someone else. Once a person has been
selected, we must talk to that person about their experiences. Otherwise, we would not get a
representative picture of the national population. Your responses represent a lot of other people
and you are actually speaking for them, as well as yourself.

Do | have to do this? Do | have to answer your questions?

Your participation is completely voluntary and if you don’t want to answer a question you may
skip over it. Your input and opinions are very important to the success of this study. Your
decision to participate will in no way affect the information or service you receive from the
Cancer Information Service.

I'm on the “Do not call list"/Please remove my name from your calling list.

I’'m not selling anything. | work for a research company and we are not calling from a marketing
list.

IFE NECESSARY: The telephone calls we make our not prohibited or regulated by the Federal
Trade Commission (FTC).

Explanations About Questions & Results

What is this survey about?

The purpose of the survey is to evaluate the Cancer Information Service, a free public service of
the National Cancer Institute. People can contact trained CIS Information Specialists by calling
either their 1-800-4-CANCER telephone number or the NCI Quit Smoking Line at 1-877-44-U-
QUIT, or by clicking on the LiveHelp icon on the www.cancer.gov web site. NCI is interested in
learning about people’s experiences with the CIS to help improve their service to the public.

What kind of questions will you be asking?

The questions will mostly focus on your experience in contacting the Cancer Information Service
and your satisfaction with the service you received either through the CIS 1-800-4-CANCER
telephone number, the NCI Quit Smoking Line, or LiveHelp, their web-based service on
www.cancer.gov. For example, one question asks: Overall, how satisfied are you with the
Service?

Most people find the questions interesting and enjoy providing feedback about their experience
with the Cancer Information Service.
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Can | get a copy of the results?

I will be happy to take your name and address. We can send you a summary of the major
results when they are available in August 2004. (USE CTRL/I TO COLLECT INFO)

How will the survey results be used? What will you do with this information?

The Cancer Information Service will use the survey results to evaluate the service they are
providing and make changes based on the needs and satisfaction of the users of this service.
The information you provide will be analyzed and summarized along with other people’s
responses in order to provide the Cancer Information Service with a report about the needs
those who call the Service. Your name or any other identifying information will not be used in
the report.

How long will this take?

Approximately 10 minutes, depending on your answers.

How can | get help to quit smoking? | have cancer, and | don’t know what to do? Can you
give me information on participating in a clinical trial?

UNDER NO CIRMCUMSTANCES ARE YOU TO GIVE PERSONAL OPINION OR ADVICE.
ANYONE REQUESTING INFORMATION ON CANCER, QUITTING TOBACCO, OR
ENROLLING IN CLINICAL TRIALS SHOULD BE GIVEN THE CANCER INFORMATION
SERVICE TOLL-FREE NUMBER 1-800-4-CANCER OR THE WEB SITE ADDRESS
WWW.CANCER.GOV

Sponsor/For whom do you work?

Who do you work for?

I work for WESTAT, a social science research company. Our headquarters is located in
Rockville, Maryland. WESTAT conducts surveys and evaluations on many different subjects
and is working with the National Cancer Institute to conduct this study.

Does Westat have a web site?

Yes, WESTAT has a web site. The address is www.westat.com
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Is there a web site for this study?

No, there is not a web site setup for this study. However, if you would like more information
about the sponsor of this study, the National Cancer Institute, you can access their web site at
Www.cancer.gov

Who is the sponsor for this study?

The National Cancer Institute

Who can | call to verify this study?

You can call the Westat project director. Her name is Meredith Grady and her telephone
number is 1-800-937-8281 extension 2748.

Who can | call at the National Cancer Institute to verify the study?

You can call the Deputy Director of the Cancer Information Service. Her name is Madeline La
Porta and her telephone number is 301-594-8025.

Does the project have an OMB clearance number?
Yes. The OMB clearance number is: 0925-0500-02.
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wnSERVICE

‘/ DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service

National Institutes of Health
National Cancer Institute
Bethesda, Maryland 20892

Dear Mr./Ms.

The National Cancer Institute (NCI) is evauating its Cancer Information Service (CIS), a free public
service of the NCI, the Nation’s primary agency for cancer research. Recently, you contacted our service
and at that time, you were asked to participate in an evaluation about your experience. This letter isin
response to your request for additional information about the evaluation.

As part of the NCI mission to provide the most accurate cancer information to the public, NCI has
contracted with Westat, an independent research firm in Rockville, Maryland, to conduct an evaluation
with about 2,500 people who contacted the CIS. The public is able to contact the CIS either by telephone
at 1-800-4-CANCER, through the NCI Quit Smoking Line at 1-877-44-U-QUIT, or online through
LiveHelp, the CIS web-based service located on the Nationa Cancer Institute's web site at
www.cancer.gov. We will use the survey findings to inform and improve the CIS, and your experience
with the CISis important to that effort.

Our evaluation is strictly confidential, and results will be reported as awhole. We will not know how any
individual responded to the questions. We want to assure you that neither your name nor your address
will be disclosed to any individual or organization.

For the evaluation, Westat interviewers are talking with people from across the country. They are asking
guestions about users experience with the CIS. For example, one question they are asking is “Overal,
how satisfied are you with the Cancer Information Service?’

If an interviewer calls you at an inconvenient time, please suggest a better time to call. 1f you would like
to set up an appointment before someone calls, please contact Westat toll-free at 1-888-807-5917.

NCI is part of the U.S. Department of Health and Human Services and the National Institutes of Health.
If you would like to learn more about the NCI, please visit our web site at www.cancer.gov. If you have
any questions about your rights as a participant, please call Meredith Grady at Westat' s toll-free number,
800-937-8281, ext. 2748. If you would like to talk with someone at NCI about the evauation, please
contact Madeline La Porta, Deputy Associate Director of the CIS, at 301-594-8025.

¢ L. B

Madeline R. La Porta
Deputy Associate Director
Cancer Information Service
National Cancer Institute

Sincerely,
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2003 User Survey
November 20, 2003

Survey | mplementation Changes— Document 1
Consistency Check to Reduce Ineligible Cases

AINTRO2

The Cancer Information Service has told us that you contacted them in the past 30 days and that you
agreed to share your thoughts about using the Service. There are three ways you may have contacted the
Service: the 1-800-4-CANCER number, the Quit Smoking Line, and the cancer.gov web site. [IF
NEEDED: The Quit Smoking Line telephone number is 1-877-44-U-QUIT.] I'd like to talk with you
now about your experience with the Service. Your participation in this confidential study is voluntary
and you are free to end the interview at any time, or skip any questions you would prefer not to answer.
The interview will take about 10 minutes.

Add to Box A-1

If QA5=2, -7, or -8 and QA3=2,-7, or -8 (didn’t use telephone, didn’'t use web), go to CONSISTENCY
CHECK 1. If CONSISTENCY CHECK 1=2,-7,-8, go to CLOSE 1.

IF QA5=2,-7, or -8 and QA3=1 and QA4=2,-7, or -8 (didn't use telephone, used web, didn't use Live
Help), go to CONSISTENCY CHECK 2. If CONSISTENCY CHECK 2=2, -7, or -8, go to CLOSE 1.

CONSISTENCY CHECK 1 (NEW)

L et me double-check what you have told me because | want to make sure | have not made a mistake. Y ou
said you did not use the Cancer Information Service's 1-800-4-CANCER telephone number. Do you
remember calling a telephone number recently to get information about cancer or quitting smoking or
using other tobacco? You may have gotten it from a book or magazine or maybe a family member or
friend told you about it. When you called the number you would have heard a recording with basic
information about the Cancer Information Service and options for talking with a Cancer Information
Specialist, learning about ways to quit smoking or using other tobacco, or to order information.

[PAUSE]

You aso said you have not used the cancer.gov web site. Have you recently looked on the Internet for
information about cancer or ways to quit smoking or using other tobacco? [If yes, do you remember
using a web site that let you have an online conversation, chat, or instant message with someone about
guestions you had about a cancer issue or ways to quit smoking or using other tobacco? Y ou would have
clicked on an icon that said LiveHelp and it would have connected you to a screen where a Cancer
Information Specialist came online and asked if you had any questions.]

[If the respondent recalls using the telephone or web services to get information about cancer, back up to
QA3 and reenter the responses.]

YES=1

NO=2

REFUSED = -7
DON’'T KNOW = -8
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CONSISTENCY CHECK 2 (NEW)

L et me double-check what you have told me because | want to make sure | have not made a mistake. You
said you have used the Cancer Information Service's cancer.gov web site but you did not access the
LiveHelp service to have an online conversation about cancer or cancer resources. Do you remember
using a web site that let you have an online conversation, chat, or instant message with someone about
guestions you had about a cancer issue or ways to quit smoking or using other tobacco? Y ou would have
clicked on an icon that said LiveHelp and it would have connected you to a screen where a Cancer
Information Specialist came online and asked if you had any questions.

[PAUSE]

You aso said you did not call the 1-800-4-CANCER telephone number or their Quit Smoking Line. Do
you remember calling a telephone number recently to get information about cancer or quitting smoking or
using other tobacco? You may have gotten it from a book or magazine or maybe a family member or
friend told you about it. When you called the number you would have heard a recording with basic
information about the Cancer Information Service and options for talking with a Cancer Information
Specidlist, learning about ways to quit smoking or using other tobacco, or to order information.

[If the respondent recalls using the telephone or web services to get information about cancer, back up to
QA3 and reenter the responses.]

YES=1

NO=2

REFUSED = -7
DON'T KNOW = -8
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Table4a—Standard errorsfor characteristicsof ClSusers; 2004

. ClSusers calling for
. All CISusers CIS users calling for self . .
User characteristic family member or friend
Number | Percent Number | Percent Number Percent
TOAl oot T T t
User type
Contacted for SElf.......ccoiiiriree s 1739 0.7 — — — —
Contacted for family member or friend.. 174.3 0.7 — — — —
Diagnosed With CanCer ..........ccoeereienenerieneeresese e 214.4 0.9 136.0 11 160.9 14
Not diagnosed with cancer ... 215.3 0.9 198.2 11 156.0 14
Reason contacted CIS
Information about toDECCO...........ccererererereriees 94.7 0.4 93.9 0.7 54.3 05
Ways to quit or cut back SmoKing...........cccccerreeeeennd 88.3 04
Waysto quit or cut back other tobacco...................... 354 0.1
Other information about tobacco 458 0.2
Information about clinical trials..........ccceevvvvnnnenecnns 222.8 0.9 181.8 12 217.8 20
Help communicating with hedth professional ................ 219.9 0.9 178.3 13 178.3 16
Other reasons for contact 234.4 10 166.9 12 165.9 15
Cancer siteltype
Breast .....ccueueiei e 2119 0.9 168.6 12 125.1 11
LUNG ettt 168.5 0.7 144.0 10 109.0 10
PrOState. .....ovvrrii e 114.0 05 93.2 0.7 70.4 0.7
COlOrECLA ... 139.4 0.6 80.8 0.6 1115 11
Other CanCer SItE(S)......vveerererirereeee s 117.7 0.7 1729 12 187.0 18
Not applicable/no cancer site specified.........coceeeenenee 239.0 1.0 140.6 1.0 111.8 1.0
Level of education
High SChool OF 1€5S.......oovicccccce e 24.0 0.1 128.3 0.8 128.9 11
SOME COlIEGE.......eeeececieee s 255 0.1 1345 0.8 1315 11
College graduate or higher .........cccoveevenneccnnenieeeend 8.7 0.0 119.7 0.8 118.7 11
Sex
FEMAELE....c.ooiciee e 47.6 0.2 187.0 0.9 176.1 11
MEIE ..t 46.8 0.2 126.7 0.9 121.9 11
Age
40 @NA UNJEY ...t 88.3 04 137.1 10 141.9 13
ALB0 e 114.3 0.5 135.1 0.9 141.2 13
5160 . 106.1 04 118.0 0.8 122.9 1.0
6L OF OlAEN ...t 8l.1 0.3 145.7 10 141.6 13
Race/ethnicity
White, NON-HiSPANIC .......coeirieiriinereereeeeee e 65.8 0.3 197.1 10 181.7 1.0
African American, nonN-HispanicC .........cccoeeeereieneennaend 29.5 0.1 87.0 0.6 80.3 0.8
HISPANIC ... 24.8 0.1 58.2 0.4 56.7 0.5
All OthEr FACES ... 66.4 0.3 82.4 0.6 65.4 0.6
M ode of contact
Telephone......c.ooi s 79.9 0.3 182.9 0.4 185.1 0.6
LIVE HEID. oo 166.2 0.7 54.2 0.4 65.9 0.6

—Not applicable.
TNot applicable; estimate of standard error is not derived because it is based on an estimate of 100 percent.
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Table 5a—Standard errorsfor all ClS usersby reason for contact, by selected characteristics:

2004
Reason for contacting CIS
User characteristic Information about | ;. trialsinformation | &P communicating
tobacco with health professionals
Number Percent Number Percent Number Percent
TOMA .o 94.7 ¥ 222.8 ¥ 219.9 ¥
User type
Contacted for SElf ..o 91.1 27 179.5 15 1785 25
Contacted for family member or friend...........cccoeenene 54.3 2.7 215.0 15 172.0 25
Diagnosed With CaNCES ........ccovrrrrrrneeeeeienerenenennd 55.6 25 207.8 15 190.3 24
Not diagnosed With CaNCer ..o 79.8 25 178.6 15 150.8 24
Level of education
High SChool OF E5S.......ovcrccee e 66.0 27 137.0 10 126.3 20
SOME COlIEGE.......ceeeecieree s 71.9 29 140.7 12 128.0 21
College graduate or higher ..., 47.7 24 163.7 13 172.0 23
Sex
FOMEIE.....c.cueiiriri e 80.9 238 2255 12 176.4 17
MEIE ..ottt 65.1 238 127.6 12 119.5 17
Age
63.1 27 1384 11 126.1 19
425 21 1313 12 96.4 15
56.8 26 141.8 12 92.2 15
47.3 22 157.3 13 127.4 19
Race/ethnicity®
White, NON-HISPaANIC ......cvveveeeciceciciereieeie s 86.1 29 200.4 1.0 179.3 16
African American, NoN-HispanicC .........cccoeeeencienninneend 43.8 21 100.9 0.9 75.3 13
HISPBNIC ... 404 20 55.3 05 575 10
All OtNEN TACES ... ¥ 14 73.8 0.7 64.0 1.0

FReporting standards not met; less than 30 unweighted casesin cell.
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Table 7a—Standard errorsfor the percent of all CISusers (n=24,540) reporting various levels of
knowledge prior to contact and the perceived effect of CIS contact on knowledge, by
selected characteristics. 2004

Knowledge prior to contacting CIS

Increased knowledge after contacting CIS

. Very Somewhat | Not at all
User characteristic Knowledge- .
knowledge- ble knowledge- | knowledge- Alot Somewhat | A little Not at all
able able able

TOta e 0.7 1.0 11 0.8 11 10 0.8 0.7
Diagnosis

Diagnosed with cancer ................. 09 1.2 1.4 1.0 15 1.2 0.9 0.8

Not diagnosed with cancer ........... 11 15 17 13 18 17 15 15
Cancer siteftype

Breast ... 17 21 24 19 24 2.7 14 20

LUNG o 20 2.6 25 21 2.6 29 22 3.0

Prostate........ccocevevevvnnnnneneeenn 2.7 34 39 24 4.2 36 29 22

Colorectal .........oovveececererenenans 29 39 45 2.7 4.2 39 b 25

Other cancer site(s) 19 2.7 2.8 22 29 2.8 20 2.7

Not applicable/no cancer site

SPECIfied ..o 11 15 18 13 18 17 13 12

Level of education

High school or less.........cccoceennn 11 16 18 14 1.9 17 13 13

Some college........covvveeceererenenenan 12 14 21 13 21 17 13 13

College graduate or higher ...........| 15 17 2.0 11 18 18 13 14
Sex

Female.......ccoooeiiiinnnnd 0.8 11 13 0.9 13 12 0.9 0.9

Male ..o 14 21 21 16 21 19 19 15
Age

40 and UNdE ........ccvverereerererirerenend 13 22 21 15 19 21 14 13

4150 ... 13 22 23 18 20 22 16 16

5160 oo 16 19 19 16 21 20 16 13

6L or older ... 15 20 19 13 20 19 16 14
Race/ethnicity

White, non-Hispanic ................... 0.8 12 13 0.9 13 13 0.9 0.9

African American, non-Hispanic..| 22 29 33 21 31 32 17 25

HIiSPanic .....c.cevevererreseeeenn b 37 4.3 b 4.0 45 31 19

All other races.......ccooovviiinnnnnd ¥ 32 4.2 32 39 32 34 2.6

FReporting standards not met; less than 30 unweighted casesin cell.
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Table 8a—Standard errorsfor theincrease in perceived knowledge following CI S contact, by level
of reported prior knowledge: 2004

. ) Increased knowledge after contacting CIS
Knowledge prior to contacting CIS -
Alot | somewhat |  Alile | Notatall
Very KNOwledgeahle .........ccoveeieininiiieiecreeeee e 25 2.7 2.0 25
KNOWIEAGEADIE ...t 1.9 22 13 15
Somewhat knowledgeable...........cccovieiiniieiine s 17 16 12 11
Not at al knowledgeable.........coviiiiiiiciicc e 2.9 25 21 17

G-6



Table 9a.—Standard errorsfor the percent of CIStobacco contactsfor self (n=1,620) who reported
a changein thinking about tobacco following CI'S contact, by selected characteristics:

2004
. Percent indicating
User characteristic o
CIS changed thinking
OB ettt bbb bR £ h R R E R A b E R R R e £ bttt b b bttt nene 34
Diagnosis
[0 a0 = YT o o S 10.6
Not diagnosed with cancer 36
Level of education
HigN SCROOI OF [8SS ...ttt ettt e se s ese st e e eseseeneete e eseseseseenensenensensanensend] 4.8
SOME COIBGR. ...ttt ettt et e et e see et e e s e s ese s e e e et e e ese s esense e eseseeneeseseesessenensenensenennesn] 55
College graduate OF NIGNEY ........coocirice ettt se et st e e ae e e e s aenesse e eseseenenned s
36
6.9
Age
47
51
7.8
b
Race/ethnicity
WHIte, NON-HISPENIC ...ttt bbbttt b et b et e b b 44
African American, NON-HISPANIC .........cueiriririiiiri ettt ns et 6.6
HISPANIC ...ttt bbbttt bkttt r b e e s ] 5.8
AL OB TBOES ...tttk ettt d kbt h et d b b et et en b bt et et nsn b e e nn e b

FReporting standards not met; less than 30 unweighted casesin cell.
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Table 10a—Standard errorsfor the effect of CIS contact on users’ level of confidence, by selected
characteristics: 2004

Confidencein ability Confidence of those not Confidence of those with
to seek information diagnosed with cancer in cancer in actively
nderstandin: ses/risk ticipating in treatment
User characteristic u ing causes/ri participati ng .|n reatmen
factors for cancer decisions
(n=24,540) (n=7,320) (n=6,390)
More | Same | Less More | Same | Less More | Same | Less
Total PErcent .........cocoeveererereevnrserereenns 10 10 0.3 0.8 0.8 0.1 0.7 05 0.1
Diagnosis
Diagnosed with cancer..........cccccvvrenene 12 12 b — — — 20 21 049
Not diagnosed with cancer ................... 23 23 04 — — —
Cancer siteltype
Breast ..o 25 24 b 39 39 05 39 39 ¥
LUNG e 30 29 b 49 47 13 6.6 6.7 ¥
Prostate........cocerererennennrnseseseeeenns 38 38 b 9.4 9.4 t 6.1 6.1 T
Colorectal .. . 40 4.0 b 115 ¥ T 9.8 ¥ T
Other cancer SIte(S).....ccvvvvvvvrereneenns 30 31 b 36 36 0.4 121 121 t
Not applicable/no cancer site specified| 1.5 15 b 49 49 0.9 ¥ ¥ ¥
Level of education
High school or less.. B 4 18 b 3.2 3.2 t 32 3.2 ¥
Some College ... 12 19 b 35 35 05 39 38 ¥
College graduate or higher................... 18 18 b 41 4.2 0.9 34 35 ¥
Sex
Female.......cooooiiieeeee 11 11 b 26 27 0.4 25 25 ¥
Male ..o 22 21 b 36 35 0.9 33 34 ¥
Age
40 and UNDES ......cooveereerereccceernes 18 18 b 39 38 05 5.0 5.0 t
4150 ... 23 23 b 48 48 t 51 5.0 ¥
5160 oo 23 22 + 38 3.90 0.9 32 32 ¥
BLor older ..o 19 20 b 42 42 11 35 37 ¥
Race/ethnicity
White, non-Hispanic ..........c.coveeeenne. 11 1.0 b 25 25 0.4 24 24 ¥
African American, non-Hispanic ........ 32 32 b 55 55 t 5.9 5.9 t
HISPaNIC ... 34 34 b 6.7 6.7 0.8 ¥ ¥ T
All Other raCeS ....vvvvieririicieis s 35 34 ¥ 8.7 8.8 3.2 ¥ ¥ ¥
—Not applicable.

TNot applicable; estimate of standard error is not derived becauseit is based on an estimate of O percent.
$Reporting standards not met; less than 30 unweighted cases in cell
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Table 1la—Standard errors for the dimensions of satisfaction with CIS contact, by selected
characteristics: 2004

Overall satisfaction Expectations
User characteristic Very e Dissatisfied
o Satisfied or very Exceeded Met Not met
satisfied o
dissatisfied
TOEA oo s 11 11 05 0.9 10 0.7
User type
Contacted for Self........cccvvvvvnnrrics 15 15 0.7 11 15 10
Contacted for family member or friend..... 16 16 0.7 16 15 11
Diagnosis
Diagnosed with cancer...........ccoeeeeninenns 13 13 0.7 12 12 09
Not diagnosed with cancer............cccccveeees 19 19 09 16 17 12
Reason contacted CI S*
Seeking information about tobacco 32 33 11 2.7 3.0 18
Seeking clinical trialsinformation............, 17 18 0.7 14 16 1.0
Help communicating with a health
Professional .........coeeveeennerieinineenn 22 22 0.7 1.9 21 13
Other reasons for contact ..........c.coeeeeuenns 24 22 15 20 24 19
Level of education
High school or [€ss ..., 18 18 11 16 19 15
Some COllEgE ......cvvrrrr s 19 20 0.8 17 19 11
College graduate or higher...........ccccccveeees 21 21 0.9 18 17 12
Sex
Female.......coovcccceen 13 14 0.6 11 12 0.8
Ml 20 19 11 17 22 16
Age
22 21 0.8 20 21 13
24 24 11 22 25 16
21 21 10 20 21 13
19 20 11 16 21 16
Race/ethnicity
White, non-Hispanic ..........cccvveenernenns 14 14 0.6 11 13 0.8
African American, non-Hispanic ............ 33 33 15 26 29 22
HISPaNiC ... 39 4.0 22 4.2 43 22
All Other rates......covviiiiicccceenn 35 3.6 23 32 3.7 31
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Table 1la—Standard errors for the dimensions of satisfaction with CIS contact, by selected
characteristics: 2004—continued

Knowledge of information specialist* Trust in information®
. Knowledge-able or
User characteristic Very Somewhat
knowledgeable somehat Al or alittle
knowledgeable
TOA ..o 11 11 0.8 0.8
User type
Contacted for self.......ccovvvvvnnininn. 14 15 12 10
Contacted for family member or friend 17 16 14 11
Diagnosis
Diagnosed with CanCer..........ccooovvveeirnreccienneene 14 13 11 09
Not diagnosed with CaNCEr .........ccoeeirirveceiienieieine 19 19 15 16
Reason contacted CI S*
Seeking information about tobacco 3.0 3.0 2.0 19
Seeking clinical trialsinformation...........cccceeeveeeene. 1.8 18 13 12
Help communicating with a health professiond ........ 2.0 19 2.0 18
Other reasons for CoNtact ...........ccevvverececenrnnnene 25 24 18 12
Level of education
High School Or [€SS .......ceviicceeccccee 19 19 16 14
SOME COIEGE ... 21 21 14 12
College graduate or higher..........cccovveeennneecnneens 2.0 19 15 12
Sex
FEMEle ... 14 13 10 0.9
M€ 22 22 18 15
Age
22 22 16 16
22 21 15 14
22 22 18 16
20 18 19 13
Race/ethnicity
White, NON-Hispanic ..........cccovvveeeiienennecnneeeenes 14 13 12 0.9
African American, non-Hispanic ...........cccovveeeeennn. 32 3.0 29 25
Hispanic............ 4.2 43 33 32
All other races 37 3.7 3.2 28

G-10



Table 12a—Standard errorsfor dimensions of satisfaction, by mode of CIS contact: 2004

Dimension of satisfaction

Mode of contact

Telephone LiveHelp

O 1.ttt bbb Rttt T T
Overall satisfaction

VY SASFIEA ...ttt et b et b e bt b e et b e n e ene 11 3.6

SLSFIEO ...ttt bbbt ben e 11 37

Dissatisfied or Very diSSatiSfieq.........couiriiriieerieee e 0.6 s
Expectations

EXCEEUBA. ...t 5.6 32

IVTEE .t b bbb 58 34

NOL ITIEE ..ot s s
Knowledge of information specialist

VEry KNOWIEAGEADIE ...ttt ettt st 11 38

Knowledgeable or somewhat Knowledgeable.............coriiiiniininire e 11 38

Not a all KNOWIEAGEADIE..........o.eoeiiiiiieiee e e 0.3 s
Trust in information

AAUTOE ettt bbb R bbbttt 0.8 24

SOMEWhEL OF @IIEHE ... 0.8 s

INOE B 811 st 0.3 ¥

TNot applicable; estimate of standard error is not derived because it is based on an estimate of 100 percent.

FReporting standards not met; less than 30 unweighted casesin cell.
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Table 13a—Standard errors for the level of satisfaction with CIS contact by effect on level of
confidence: 2004

Dissatisfied or
CIS affected users' confidencein: Very satisfied Satisfied very
dissatisfied
TOLA ... 118 11 05
Ability to seek information

MIOTE .. 13 13 0.3

SAIME ...ttt 18 19 13
Under standing causes/risk factorsfor cancer®

MIOTE .. 33 33 0.2

SAIME ...ttt 27 29 16

24 24 0.4

3.2 33 25
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Table 14a—Standard errorsfor ClIS userswho called for themselvesreporting communication
with a health professional (n=3,280), by selected characteristics. 2004

User characteristic Have Plan to Do not plan
discussed discuss to discuss

TOLAL ..o 16 15 14
Diagnosis

DiagnoSed With CANCET .........oueuiiiiiieie ettt 2.0 2.0 15

NOt diagN0Sed With CBNCET .......c.eoiiiieieiririie bbb 2.0 21 22
Cancer siteltype

BIEASE ...t 2.8 26 25

LUNG s 2.7 4.0 4.6

PrOSEBEE. ... veceve ettt bbb 43 5.0 b

Colorecta .........c...... b ¥ t

OthEr CANCEY SITE(S)..veuvevererrerrereeesteestisteseseeseeseseeessesessesseseseeeesessesessesessessesessesensesassessanessensnss 3.0 30 21

Not applicable/no cancer Site SPECITIe........ccveveuiriririeiiireee s 29 2.8 36
Level of education

High SChOOI OF TESS.......eiie b 24 25 22

SOME COIBGE ...ttt bbbttt bbb 25 25 23

College graduate OF NIGNEN .......c.covvieeiiieiee b 24 2.7 23
Sex

FEMEIE. ... 19 18 15

MBIE . 2.7 3.0 29
Age

A0 AN UNDES ..o 31 32 29

BAB0 ..o 29 34 29

BIB0 o 2.7 31 29

BL OF OIUEY ... 20 21 22
Race/ethnicity

WhIte, NON-HISPENIC ...ttt 18 19 17

African American, NON-HiSPaNIC ........coveuiiriirieiirseees s 42 40 43

[ = 7= RS 5.8 5.9 b

AL OENEN TACES ..ttt 5.2 6.0 ¥

FReporting standards not met; less than 30 unweighted casesin cell.
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Table 15a.—Standard errorsfor the percent of ClSusers contacting for themselves who received
clinical trialsinformation (n=5,530) reporting specific behavior or intention regarding
eigibility for clinical trials, by selected characteristics. 2004

. Inquired about dligibility to Have not inquired but plan to
User characteristic L S - . e i
participate in clinical trials find out if eligible
Total percent calling for self receiving clinical trialsinformation................... 32 2.7
Diagnosis
Diagnosed With CANCEY ........ccivieireiee et 37 36
Not diagnosed with cancer 4.6 39
Level of education
High SChOOI OF 1€SS......ccicviieeeece et 55 4.3
SOME COIBGE. ...ttt et nnenen ] 5.4 5.4
College graduate or NiIgher .........ccceevvireiveeeee e 5.4 5.3
35 33
5.2 42
Age
b 53
b 49
6.2 6.5
5.2 46
Race/ethnicity
White, NON-HISPANIC ......vviiiireeieiisieieie et 38 31
African American, NON-HiSPaniC .........cceovrerieuiiirnereenreees e b 8.6
HISPANIC ..ot ] b b
Al OENEN FBCES ...ttt b b

FReporting standards not met; less than 30 unweighted casesin cell.
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Table 16a.—Standard errorsfor percent of ClSusers contacting for themselves and receiving
infor mation about clinical trials (n=8,040) who sought mor e information about clinical
trialsdueto ClScontact: 2004

User characteristic Percent
B 1o = OSSOSO TSSOSO SO U PO POPRTRTTPTOTOROON 0.7
38
43
5.6
b
OFNEr CANCEY SITE(S).1uveueerereererreerresieesteseetesteestesessessesesseseeseseesessesessesesesseseesessesessasessesnsesseseesessnsessesessensesessesensed 5.7
Not applicable/No cancer Site SPECITIE........ccuiuiuiirriice e 39
Level of education
HigN SCHOOI OF [8SS....ueeuiciiiceieis ettt et e se s ese st e e e s e seenesbe e esensesessenensesensensanensend] 33
SOME COIBGR. ...ttt ettt et e sa e et e st st e s esesae e et e e ese s esense e et e seeneesesaesessenessensnsenennense] 32
College graduate or higher 33
Sex
FOMBIE .. bbb h bR AR R b b sttt b bt e et 24
VLB et bbb bR A E R R bR AR R e b bRt ettt b b e et 34
Age*
39
47
40
33
Race/ethnicity
WHIte, NON-HISPENIC ...ttt bbbttt b et b et e b b 22
African American, NON-HISPANIC .......c.cueiriririiiiri ettt ettt b e 5.2
HISPANIC ...ttt bbbttt bkttt r b e e s ] b
All other races ¥

FReporting standards not met; less than 30 unweighted casesin cell.
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